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ABSTRACT 

This guidel>oolc's aim is to encourage the development 
of good working relationships between parents and service 
professionals for the benefit of children or young people with 
disabilities. It begins with a list of reasons for partnership and a 
discussion of the needs and strengths of families. It then examines 
the essence of partnership, which is described as professional 
accountability to parents and equality twtween parents and 
professionals. An age-based approach is used to discuss the needs of 
children, from preschoolers to adolescerts, and the implications of 
these needs for partnership development. A final chapter discusses 
overcoming obstacles such as lack of training, psychological and 
social distance, and reconciling the child needs with the needs of 
other family members. Suggestions for successful partnerships are 
made, guided by the principle that if people are to work together 
more successfully, they will have to get tc know one another as human 
beings first and only secondly in their role of parents or 
professionals. (Includes 31 references.) (JDD) 
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PREFACE 



This guide is the second iu the new series 'Guides for Special 
Education'* published by Unesco. 

The guides , which are intended for teachers » parents and 
cotaounity workers, aim at stimulating discussion on basic knowledge, 
methods and techniques relevant to the education of handicapped 
persona, and offer practical advice for action in this field. 

The first guide 'The Education of Children and Young People who 
arc Mentally Handicapped' deals with ways to encourage learning and 
gives concrete suggestions on what to teach. 

This guide is expected to interest a wider readership, for, in 
addition to teacher-^parent collaboration it deals with the relation^ 
ships between parents and various other profesislonai groups. 

This guide also serves as a suppieaent to Guide I on 'The 
Education of Children and Young People who are Mentally Handicapped' 
and to the forthcoming guide on 'The Education of Deaf Children and 
Young People'. 

The views expressed in this guide are those of the authorn and 
do not necessarily reflect those of Unesco. 
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CHAPTER I J INTRODUCTION: A JUSTIFICATION FOR PARTNERSHIP 



This guide has been written to encourage the development of 
good working relationships between parents and professionals for the 
benefit of the child or young person. It seeks to provide a 
definition of and a Justification for collaboration; It gives 
exasples of ways in which parents and professionals can work 
together at different stages in promoting the development of 
children; and it discusses the difficulties and obstacles which 
statu! in the way, and how these might be tackled and overcome. 

The growth of better working relationships between pio-- 
fessionals and parents of children with disabillti' s constitutes one 
of the most imporcant developments in the field of special education 
and rehabilitation services* But despite encouraging evldenci; of the 
benefits of such collaboration to children, as well as to faoilios 
and to professionals t progress has been slow and uneven. This 
unevenness is not directly related to the degree to which services 
are well developed or well resourced. Some of the most interesting 
examples of parent-professional relationships have come fiom poorer 
countries with only limited resources. Countries with advanced and 
well-established educational systems have often found it difficult 
to break with traditional practices which create a distance between 
borne and school. 

In writing this guide for an international readership, wc nre 
conscious of the vast range of cultures » traditions and practices in 
different parts of the world. Although we are most familiar vlth the 
needs of families and professionals in the United Kingdom, wc havu* 
done our best to learn about practice in other countries* The Intc»i- 
national League of Societies for Persons with Mental HaiidiL:ip 
(1LSMH)» from whoa this pamphlet has been commissioned by lhu\sco, 
contains over 100 member societies in some 70 countries in j11 live 
continents of the world. We therefore wrote to all the liN^gut* * 
member societ ies , asking for information ahout their i'Xpt-*riencf ui 
parent-professional relationships in their own country, vht'tl;cr 
successful or unsuccessful. We alt^o asked for their suggcJ.tJ ijns un 
ways in which b*;tCer tt^Xat iunshi ciight be achieved- We reueiwu 
many interesting and helpful responsiDs; these are acknowledj;eii in 
the appendix. Further Information is available through the Intei- 
national League of Societies for Persons with Mental Handicap* 

Throughout this guide, we will use the term •prof essit^naJ * to 
include a wide range of people. They include teachers workitig witli 
children and young people of all ages, whether attending school or 
not; health professionals working in peoples' homes as well as in 
health centres and hospitals; staff concerned with helj;in>; 
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adolescents and young adults to live, leara and work in their local 
community, as well as social workers and staff of voluntary 
agencies. We therefore need to think of the goal of partnership as 
it relates to all those people with whom the child and the family 
come into some form of working relationship* 

This guide seeks to promote good working relationships between 
parents and professionals as a first step in the building of 
partncrstilp. Ve see true partnership as the ultimate goal« and good 
working relationships and collaboration between parents and pro- 
fessionals as essential stepping stones towards this goal* A 
commitment to partnership implies a sharing of knowledge, skills and 
experiences in meeting the individual needs of children as well as 
the individual needs of families* It assumes that children will 
learn and develop better if parents and professionals are working 
together than if either is working in isolation* 



REASONS FOR PARTNERSHIP 

There arc many facts and arguments to support the development 
of closer working relationships between parents and professionals. 
We summarize some of the more important considerations below: 

1. Growth and learning In children can only be understood in 
relation to the various environments in which the child is 
living. These Include the family, peers, schools, the 
local communiiy and the wider society. The study of child 
duveloptrent calls 1 an examination of ways in which the 
child interacts with, affects and learns from these 
environmental influences. We can neither study nor teach 
the child in isolation. 

1. Pareriti* and professionals concerned with the development 
of childri^n with disabilities share a number of basic 
goals, e.g. teaching the child self-care and social 
independence, including feeding, dressing and toiletting. 
They are both concerned with helping the child to learn to 
communicate and to understand others and finally to adapt 
to the expectatiom. of the local community. 

3* PariMits and the extc-nded faciily iire the adults who ai'^ 
normally most accessible to the child. They are therefore 
the most easily available people to help a child with a 
disability. Professional expertise - which is more 
expej^£jive and in many countries less available - is 
therefore most effective if it is used to help as many 
parents as possible to help their own c>iildren. Some 
parents can then share their skills with other patents. 



Parents and professionals each have essential information 
vhlch needs to be shared among all who are concerned with 
the child's development. Parents know their own child 
best, as well as the envltonffients in which the child is 
growing up. Professionals have developed certain specific 
strategies and methods to help children to acquire the 
skills they need. The greater the child's difficulties, 
the greater is the need for parents and professionals to 
adopt a reasonably consistent approach to achieve par- 
ticular goals. Such methods need to be discussed and 
agreed, so that, at the very least, each is familiar with 
the approach taken by the other. 

Knowledge and experience of bringing up non-handicapped 
children and ordinary parental intuition, while un- 
doubtedly valuable, are not necessarily enough to aid the 
developaent of a child with a disability. Nor Is it enough 
to prepare parents for some of the specific difficulties 
which they may experience in raising children whose 
development is not proceeding normally. 

The age of the handicapped child is not always an adequate 
guide for the parent. Parents may become discouraged by 
what may appear to be a general lack of progress. They may 
be pu22led by the child's uneven development - partlru- 
larly slow in some areas, relatively nonnal in othors. 
They may be confuted about the kind 8 of dt?inands and 
expectations which are appropriate foi their child, how 
they can extend the child's range of experience and liow 
they can both protect the child and promote devcloptuent • 
It is in areas such as these chat the wider experience and 
knowledge of the professional can ^-e particu3arly helpful 
in preventing difficulties and problems which cuuia. 
unwittingly, add to or complicate the primary impairment. 
Ihe professional is in turn dependent on tht; poreuts' 
observations, and on the day-to-day adaptation and inipU— 
mentation of the advice which they offer* 

In a number of countries, parents* rights to be involved 
in discussion and decision-making concerning their oliild 
are now incorporated in law. Such rights include the right 
to information, accfeiis to recoid», paxl it ipiilitju in 
assessment and in the development of plans to meet the 
child's needs, as well as in regular reviews ot progress- 
Although only a few countries have so far adopted sue!; 
laws, the principles underlying collaboration bctwc-ifn 
parents and professionals are increasingly accepted as 
good practice in many countries. 



CONCLUSIONS 



Despite encnsous differences in progress and practice through* 
out the world, we believe that the needs of children and families 
have enough in cooaon to justify this attesopt to develop certain 
general principles, as well as more specific guidelines for action. 
These might form a starting-point for dlscussi'^n at local level and 
will need to be adapted to local circumstances. 

Most of the examples of partnership between parents and 
professionals which have come to our attention are reported from 
special schools. Wii;' it be possible to develop the same kind of 
partnership with teachers in ordinary schools? This is one of the 
major challenges for the future. 
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CHAPTER II: THE NEOJS AKO STRENGTHS OF FAMILIES 



Families of disabled children vary as much in thuir behaviours 
and attitudes as any other families. The fact that they have a 
disabled child does not make them any more homogeneous as a group 
than they were before the birth of the child. It is the task ol 
professionals not only to lecogniEe the distinctive and unique 
characteristics of each family, but also to approach the task oi 
building a working relationship with the family in flexible and 
individually appropriate ways* 

The needs of families will differ in relation to: 

the nature and severity of the child's disability; 

the stresses on the family and their own resources for coping; 

the attitudes of the society they live in towards disability; 

the nature of the services they receive. 

However, beiore diecussing families' special needs, and 
reactions to disability, it is necessary first to stress the 
essential similarity in many retipects between families of disabltHi 
children and families of non-disabled children. For example, 
problems of poverty and poor housing may be more acutely stressiul 
for families than the child's disability. Research on the family 
life of disabled children in dcv&loped countries has concluded that, 
in general 5 families meet the day-to-day problems created by t\iv 
child's disability in ways that are fairly typical of the behavlcur 
of any other family (e.g. Hewett 1970). Host patents of disabled 
children have also had other normal children, and therefore have 
considerable experience not only of child-^rcaring, but also of 
helping their children to achieve independence as they grow up. It 
therefore makes sense, in creating services, to harness the experi- 
ence ar^ expertise of parents in bringing their own children, and 
in knowing the needs and strengths of their disabled children* 

To stress the essential individuality and normality of families 
is not to deny the range and severity of the problems they face. The 
aim is rather to cha] lense the assumptions and stereotypes which arc 
so often used by professionals abgut the underlying sot^iul 
pathologies to be found in the families. What is at stake hcrt' is 
the danger that negative attitudes in professionals will result in 
lack of appropriate action in response to f amilies ' needs, n^v 
example, parents seeking help at an early stage have frequently 
reported being labelled *ovt?r-nnxicu» * and denied t rciHt ici i Ii^m' 
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observation of thw'ir child. With the current emphasis on 'care in 
the community* t {amllles seeking rcsiduntial care for their disabled 
member may be Investigated for *gullt* and ^rejection'* On the other 
hand, it tespitc care services arc available, porents who do not 
wish to use them may be labelled 'over-protective^ So the behaviour 
of families may be interpreted «is abnormal whatever they do* Such 
negative stcteotyped judgements arc a poor basis for collaboration. 

Family reactions 

Even in countries where many surveys have been done of the 
needs and feelings of families of disabled childriin^ services may 
still be sec up tu MC/f^ which reflect the needs and priorities of 
professionals rathex than of families. Still more information is 
needed as to how the family as a whole may react to a child* s 
disability > and what needs different family members may have* 

A wide range of parental reactions have been docujnented to tzic 
discovery of the child's disability. Parents* feelings may seem both 
protective and rejecting in response to the abnormality* They may 
leel inadequacy as parents, and fear for the future. They may 
experience fcellTigs of bereavement and embarrassment (Cunningham and 
Davi5, 1983)* Icsn is known *jbout whether these reactions are also 
characteristic of other membtjrs of the family such as sisters, 
brothers or grandparents, and how the feelings of one member of the 
family affect another member, spouse to spouse, parent to child, 
etc. For example, some fathers may seem to shut themselves off » work 
long hours, and not talk about their feelings; this will in turn 
reduce their capacity to support the mother emotionally. Family 
members* strong and long-lasting feelings need to be accepted by 
professionals, and seen as a natural reaction* Periods of Cm cful 
listening are an essential element in practical partnership* 

A pressir.g need for many families is foi information* Research 
suggests that for parents (though perhaps not for siblings) the need 
to understand the nature of the child's disability more fully is a 
priority, Hiey also need tu knuw what to expect in the future not 
only in leinu; of the child's development but also in relation to 
whatever con^.-unity services, aids and grants P.iy be available. 
Final ly» parentis need to know what they can du tu help the child. 
Hjc w^yb m which ouch infornnticn is made available need eaiL'ful 
conHidoi .ii ii'h ar.d iu>;(jnuity - for example, leaflets with e^iplanatory 
iliusr.raliuiiSp radio programnie:;, ele. 

The tafik ot bringing up a disabled child is a complex and 
tiring one* Children may be h drain on the family finances, through 
needing special equipment, replacement of bedding if the child is 
incontinent, replacement of clothing worn out quickly if the child 
is crawling, difficulty in travelling, and attendance at hospital 
appointrntnts* A] so family finances may be affected through the 
mother not having paid work, wanting to stay with the child or not 
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bftlng able to find someose who will do bo while they work* The 
«v«ryday tasks of child care are greatly Increased ^ as i&any children 
need constant supervision in order to keep thss occupied end out of 
danger* and occupied in play. Feeding* toiletting, washing may in- 
volve parents* time and attention for much longer than in tY case 
of nott-^isabled children* Repeatedly having to lift a physically 
disabled child will ba exhausting* Many disabled children have dis*- 
turbed sleep patterns* which will further drain parents* energy. 

So the scr/lces which parents cay mxch appreciate are those 
which provide someone to share the burden of caring - 'babysitting* 
while the parent goes out for a while, helping during school 
holidays* befriending the child, etc* In countries which have a 
choice of services » play groups, toy libraries , transport services 
and financial aid are all important provisions lu supporting parent i. 
in caring for and enjoying their child* 

Faailies need information and opportunities for discussion as 
an essential foundation for helping them to make rational and in- 
formed choices about ways in which they can make best use of 
existing services, or press for services that are not available or 
are being employed in ways that do nnt meet their needs* Parental 
feelings of fear and inadequacy are a natural reaction to disability 
in a child, but for such reactions to be prolonged may a direct 
reflection of lack of appropriate help from professionals. 



Families and family members will also differ in the extent to 
which they have resources for coping with the stresses and strains 
resulting from the child *s disability: 

physical he:alth and emotional stability; 

past exptrienco. in problem-bolvin^ , such as seeking out iiilur- 
mation and support; 

the helpfulness and size of their social network; 

financial resources; 

their values and beliefs. 

ThuSf in setting up a working relationfihlp, professionals have to be 
avare of parents as complex individuals with their own resources and 
strengths, as well as having areas In which they need support. It 
may be as important for professionals to enable mothers to look 
after their own physical health, as to consider the child diriictiy. 
It may be as important to facilitate parents of disabled child!.^n 
meeting each other for mutual support, as to focus direct scrviciii 
on the disabled child. 
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Paretics* perceptions of society's view of the disabled child 
are likely to have a strong influence on their feelings about their 
own capacity to love and care for the child in the family. There 
have been few cross-cultural studies of public attitudes to 
disability, and much of what is 'known' is anecdotal t Such surveys 
AS there are demonstrate the dangers of generalization - coinmunity 
attitudes vary not ox^ly across societies but also within thcw? even 
between adjacent neighbourhoods. It is also the case that community 
attitudes reflect both positive and negative impulses towards 
disability (Mittler and Serpcll, 1985). It will be an important 
aspect of partnership with parents, for professionals to help 
parents to gain positive support froa the community, for example^ 
through coBsmunity leaders, or women's organizations, giving seiabers 
accurate infonoation about the dl^^abled child and encouraging the 
child's inclusion in community activities. 

Parents' attitudes and beliefs, as a reflection of society's 
attitudes, may need to be expressed in discussion in order to 
examine where they may conflict with professionals' assumptions. For 
example^ in order for parents to work with professionals in 
promoting tht'ir child's development, there Wi.ll need to be 
acceptance; of the idea that intervention can be effective. Some 
parents of intellectually disabled children may not believe that the 
child can be helped to progress. A second example is where 
professionals suggest that parents spend tiiae in teaching their 
children j;kills in regular, structured sessions^ Vet it may be 

culturally unfamiliar, or felt completely iu«ippropriate by parents 
to spend regular periods in ix'ftensive play with their children, let 
done such activities being difficult to arrange when parents have to 
work long hard hours. The culture of the society may instead 
emphasize children's independence from their parents in terms of 
daily activity* Professionals may then need to consider ways of 
involving other children in aiding the disabled child to progress, 
or developing strategies with the parents whereby the time they 
already spend with the child (e.g* feeding, dressing) is exploited 
in terms of promoting the child's development of skills towards 
independence. Models and assumptions about services which are seen 
as useful in one country will not be appropriate for implementation 
unrevised in other settings. 

Family merr.bcr:j 

1 . V n 5 11 p p o r t c d mo e r s 

So far we have used the term * parents'. However, many mothers 
are in feet looking after disabled children on their own, with 
little help or support from other family members or from the 
surrounding community* Also many families are headed by only one 
parent, usually the mother. Unsupported mothers have special 
problems. Even in the few countries where special financial grants 
are available to parents of disabled cnildren, these arc rarely 
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ft4ttquate to provide balp tu the day-to-day task of looking after a 
home and caring for and working vith a disabled child. Many mothers 
have to, or choose to have paid work« Juat as mothers of non- 
disabled children do» Professionals need to be fully aware of the 
pressures on mothers, and not create additional pressures through 
the programmers they suggest. A range of flexible services for 
mothers to choose from would be the ideal. 

2. Fathers 

Contacts with professionals have often excluded fathers In the 
past. Wicre fathers are for any reason not available (e.g. work 
commitments), it may be very difficult for mothers to pass on the 
information and advice they have received from professionals or 
other parents. Thus the effect of service provision may be in some 
ways to divide the child's parents, to make fathers feel incompetent 
in relating to their disabled child, and to lead to inconsistent 
handling. In most societies, men take a limited part in the day- 
to-day tasks of ordinary child-rearing. To what extent should 
professionals try to expect more of fathers, since special childriin 
create extra burdens and may call for special measures? What extra 
information and opportunities would fathers appreciate and r<?spona 
to? These are questions which need raising In dlscursion bctwrcn 
parents and professionals, in order to meet parents' needs flexibly. 

3. Sisters and brothers 

These are perhaps also questions to ask in relation to 
siblings. It used to be generally assumed that brothers and Bist^r^. 
woulu inevitably suffer from the presence of a disabled child in the 
family; indeed, it is with their needs in mind that physicians have 
often prescribed institutional care outside the family. But there U 
very little evidence which would support such an over-simpl If i4»d 
view. Of course, there are individual families where the siblings 
have undoubtedly suffered, and some consistent evidence that older 
sisters may have too much expected of them in terms of helping to 
care for the disabled child. But in general the picture iron a 
number of studies is not of widespread adverse effectiy. 

On the other hand, we have little information on tht w.iys in 
which siblings can contribute positively to systematic work in 
partnership with parents and with professionals. Here again It is 
important to respect local social and cultural traditions and the 
wishes of parents and siblings themselves. In many countries, 
siblings play a large part in caring for small children. On the 
other hand, many parents do not wish to involve the disabled child's 
siblings in detailed prograimnes of stimulation and training or in 
taking the child with a disability around with them^ on the grounds 
that they should be allowed to get on with their own lives and that 
the presence of a disabled child imposes adjustment problems enough 
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on siblings without demas^ding additional efforts from thcis. However* 
much can be gained by sharing feelings, information and work* 
strengthening fwlly bonds; brothers and sisters too should be 
helped to choose whether and to what extent to participate* 

4» Grandparents 



We have almost no research information about the reactions of 
grandparents (and other extended family members) to disability in a 
child ► and about the role they Can play in helping the child and 
parents. Certainly grandparents do have strong reactions to their 
grandchildren* and can be a source either of great support or of 
tension to parents. Kesearc.t does suggest that even in developed 
countries in urban areas , contacts with grandparents are frequent in 
a high proportion of families* Grandparents' role often seems to be 
one of providing general support: financial help, making special 
clothes or equipment, being th&re in a crisis. Professionals can in 
turn sensitively support this important role, in their attempt to 
build a broad-based and flexible working relationship with families. 

Thus no one approach can ensure success in working with all 
families of disabled children, because each family is unique. 
Different family members have different reactions to the child, and 
different strengths in coping and adjusting. Each family and 
extended family has different ways of coumiunicatlng with each other, 
and in asking for and giving help and support. However, the next 
chapter suggests some principles on which successful collaborative 
working relationships between families and professionals may be 
based. 
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CHAPTER III: THE ESSENCE OF PARTNERSHIP 



We have stated in the Introduction that we see partnership as 
the essential principle on which to base the development of working 
relationships between professionals and parents of disabled 
children* In this chapter we attempt to define what we mean by 
partnership. 

The partnership we have in mind implies professional account- 
ability to parents* It also implies equality between parents and 
professionals. Partnership can take many forms but all snust rest on 
a basic recognition that each side has areas of knowli^dge and skill 
to contribute to the joint task of working together tor the benefit 
of the child* As a starting-point, professionals might think of 
parents as active ^consumers' of services, and not as 'pntients' (an 
essentially passive label). 

Partnership Implies shared activities nnd declsliU.s, But there 
cannot be a prescription for particular joint activities whioh w^.>uld 
represent 'partnership* in action. There will be an infinite range 
of particular forms of working relationship depending on the context 
within which the work is undertaken and how the family liveti. 
Working together encompasses a wide range of activities* frow 
exchanging basic information about the child's health, right up to 
parents being very closely involved in the child's education and 
contributing to decisions about policy and allocation of resourct^b* 

Ultimately services to disabled children are a matter of 
rights, including parents* rights, and thus of profesBicnal duties. 
It is part ot the professionals' responsibility and task to make the 
relationship work as a partnership and be of benefit to the cliild. 
Professionals need to strike a balance between offering to ht*lp 
parents to augment tVelr skills in specialized ways (c,g» learning 
how to do physical exercises, prepare special diets, train their 
child towards independent mobility, etc.) while at the same tir^i.' 
supporting their strengths and sense of idtintlty as parexits. 
Children have complex needs in growing up. Disabled children nciid 
from their parents not only encouragement to try harder and tifachin^. 
to achieve more, but also their parent unconditional love and 
acceptance* This balance can only be achieved by consultinn parents 
about their own needs and preferences. 

How can professionals assess the nature of the services they 
are offering against the guiding principle of partnership? Tht»re are 
several key features embodied in the concept of partnership. 





1. Mutual respect 

Perhaps the key element in the development and success of 
partnership is mutual respect of the different qualities and skills 
which both sides bring to the relationship. 

Parents and professior s both have a deep interest and concern 
for the child, but the par^ut is more deeply involved. Host parents 
have a lifelong commitment to the child and their responsibility 
lasts for 24 hours a day, during holidays and sickness. Their 
feeling of their own capability and worth as parents may be 
intimately tied up with their child's development* Their detailed 
knowledge of the cMld derives from this day-to-day lifelong love 
and care. 

The professional has, on the whole, a more finite commitment* 
The focus of a professional's work Is usually specialized in some 
iTay - concerned with education* health* hearing and language* 
mobility* vocational training* and so on* Also the professional may 
choose to change Jobs, or vork with another group of children. 

Nevertheless* the roles of parent and professional in the field 
of disability are more than usually interactive and complementary. 
The warm and affectionate care of the parent and the physical help a 
parent offers will need also to be given by the professional. 
Parents have knowledge, skills and experience in bringing up their 
child which they can offci: to the professional and to other parents. 
Similarly, the knowledge and experience which professionals have 
accumulated in working with disabled children need to be passed on 
as skills to parents, to enable them to minimiEC the child's 
handicap by continuing teaching at home. 

Mutual respect does not mean professionals standing back and 
saying 'parents are the only true experts'. Parents look for active, 
purposeful help from professionals in bringing up their child, but 
in a way which is fully integrated with their own patterns and 
priorities for the child. 

2. Sjryjnj^ - common purpose 

Partnership involves a dialogue and an agreement of common 
purpose* It is perhaps surprising how rarely parents have been asked 
for their opinions - for instance » about what they feel their child 
should be learning. Professionals can usefully ask parents actively 
and directly about their ideas, and about their preferences for 
collaboration. They need to do so at regular intervals as 
clrcutBstances, needs and prioricies change. 

Joint assessment of the child should be a process which 
operates right from the start. Parents have a wealth of information 
about their child, even if they do not have a systematic way of 




reporting it. They also have a wealth of experience t for example » in 
interpreting the ambiguous cues which a blind child ©ay give as to 
whether he or she is listening, or the jerky, misdirected tDoveiaentQ 
of a child with cerebral palsy. They know the child's likes and 
dislikes* Also they have over time built up a way of interacting 
with and taanaging the child which* to a greater or lesser extent, is 
comfortable for them* All of this information is vital to the 
professional in nsaking a full assessment of the child. Likewise, the 
process of assesenent is an itaportant and revealing experience for 
parents* Noting all the things that the child can do may 'open 
parents* eyes' to a new view of the child, where before they way 
have been concentrating on what the child cannot do. And it can 
help bring home realities to parents who have not allowed themselves 
to see the child's difficulties clearly before. 

It is from this basis of asking and listening And working 
together that parents and professionals c^'^n develop a inutual 
unders^tanding and a common purpose. Parents ca,» then find out vhv 
suggested activities may be important for a child, and have an 
informed basis from which they themselves can make f^uggcstioni; on 
how the activities can best be carried out* It is important for 
professionals to encourage parents to ask 'Why?'. 

3. Sharing - making joint decisions 

The making of decisions is the area from which parents of 
children with disabilities are most often left out by professionals* 
They have been expected to fall in with professionals' opinions and 
planned prograazmes, or have been given the opportunity only to agree 
or disagree with decisions already taken. Professionals ©ay be 
nerv'-mis of involving parents at this level, fearing they might take 
over. This def ensiveness is clearly observed by parents, 'Pro- 
fessionals simply cannot resist taking over' , was how one group of 
parents from France put it to us. But joint decision-making, in the 
best interests of child, parent and professional, is vhnt ir. Inipli'^: 
by partnership. 

Parents in Gome countries have increasingly at^serccd their wish 
to be consulted. In the United States of America, for example, the 
1975 Education for All Handicapped Children Act ensured that parents 
are equal members with professionals of the committee which decides 
on the individual educational programme for the child. M*iny 
home-visiting educational programmes (see next chapter) have parents 
on their management committee, ensuring that the programme continues 
to be responsive to parents' differing needs and situations. 
Parents' organizations as well as organizations of disabled people 
are crucial members of the joint consultative cotmni ttees which 
advise many governments on policy. 

At the individual level, professionals need to make joint 
decisions with parents about teaching prof,rnnr:icf;. The^rc nny be 
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carried ouc by one or the other* not necesBarlly together* But for 
maxlxausa appropriateness and functional usefulness* teaching goals 
need to be decided jointly. For example* If a teacher or therapist 
decides that a child needs to learn to sit In a particular 
beneficial way» there also needs to be a joint decision with Che 
parent about whether or how often to enforce this when iht, child Is 
with grandparents t or playing with other children. 

It is also important for professionals and parents to decide on 
a method for continuing communication between them, whether this is 
through written notes » home visits, parents* group at school* 
telephone, etc • Regular continuing c<»imunication is esBentlal to 
partnership, and as children progress, or problems are encountered, 
decisions wiJl continue to need updating. 

4. Sharing feelin&s 

Partnership involves sharing, not only of skills and 
information, but also of feelings* It may be vital for parents wiio 
sense rejection of their child and of themselves because of the 
child's disability to experience a prof eb^sional really enjoying 
their child, and showing pleasure In what the child does. 

Traditionally, parents and professionals are wary o'. one 
another. They come together hindered by preconceived assumptions and 
ideas* If parents expect teachers to be rather remote, superior 
figures, it will come as something of a shock if they realise that 
teachers of disabled children may^ like themselvas, often be 
floundering and overwhelmed. Also then parents will be unprepared 
for teachers who offer them opportunities for day-tt^-day partici-^ 
pat ion in assessing the child's needs and in implementing col- 
laborative teaching. Protes^lonals, as much as parents, will lack 
confidence in how to approach the other; professionals rarely have 
preparation or training in ways of relating to parents* 

Profe^sionalt; can begin to meet parents on a personal li.vel by 
being open about their own feelings. Sharing their initial reactions 
to disability and early difficulties and failures may make parents 
more comfortable in expr&ssing their own doubts and worries* 
Similarly^ professionals and parents can help each other through 
periods when little progre&s is being made and it is only too easy 
to be discouraged. Sharing of feelings, with the knowledge that 
progress often comes in spurts after a consolidation period » can 
oring comfort to both* 

The sharing of positive feelings may be even more important, 
feelings of warmth towards the child, and feelings of satisfaction 
at achievement* Success is very precious when much effort has gone 
into helping a disabled child take even a small step forward in 
development . 




Such a two-W0y process of support between parent and 

professional is of Inestimable value to the child, but it is only 

possible on the basis of a genuine flow of comunication and some 
element of joint undertakings and activities. 

5. Flexibility 

Flexibility of approach in dealing ^ith Individuals is 
fundamental to partnership* Many recipients of professional services 
have complained bitterly about the generaliaatlons and judgements ul 
professionals - that a disabled child means a disabled* faxally. and 
that all parents need help to * accept' that their child is 
handicapped* Generalizations and stereotypes need constantly to be 
questioned; no two parents are alike • If professionals want to 
establish comfortable and productive relationships with parents » 
they will need to explore with each family afresh what the situation 
means to them and how each family ©ember can 'live with' and 
ameliorate the handicapping condition of one member. It is too easy 
for professionals to slip into routines. Being flexible takes time, 
but careful preparation is more likely to avoid wasted efforts in 
the long run. 

Partnership means that parents can be involved with pro- 
fessionals in an active working relatimship with frequent 
communication* But it does not mean that parents should be put undft 
pressure to do so» Parents have a right t:» opt out of an active^ 
relationship with professionals: they may aot want to act as a 
teacher to their child, or they may be prevented from doing so by 
real practical obstacles such as time, over-work, gross over- 
rxowding, severe social or marital problems or sheer exhaustion. If 
v«i are serious about listening to parents, we roust allow them to 
choose not to be involved in detailed collaboration. It may be a 
temporary stage - feelings and circumstances can change - or it may 
be how that particular partnership continues* 

Many parents still regard professionals as special people with 
special training in working with disabled children • Iff for example, 
they have waited for years for their child to enter school, they 
need to believe that the child is passing into the care of highly 
skilled professionals, and that they can at last take a back seat* 

Parents and professionals share similar concerns, yet have 
different perspectives, priorities and pressures. T ,e similarities 
and differences pose acute challenges to them when they wish to lorTi^ 
closer working relacionsliips* The only predictable thin^ abi-ut 
disabled children and theii parents is their Uiv«riii^,y» But the 
effort is well worth while* A constructive p.irt leri^hip b^-tWft'U 
parent and prof w,ssional , utilizing the knowledge aui skills ct both, 
is the most likely way in which the needs cf the disabled child will 
be fully met* 
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CHAPTER IV: THE PRE-SCHOOL YEARS 



Birth and the first few days 

The foundations for good relationships between parents and 
professionals need to be laid down from the earliest 
bagiimlngs often at birth of the child. 

Many parents have spoken and written bitterly about the way 
they were treated by professionals at the tiac of the birth of their 
baby. Parents may not be told anything at all, or ©ay be falsely 
teassured that all is well when the baby is known to have a 
disability. The news is often broken brusquely and inbc:*siftlvely , 
sometimes without privacy or a chance to ask questions. Sotnet imtj.^ , 
information given Is misleading or out of date. Above all, parents 
are not offered any support or assistance, and no sugg;cr,tion.s am 
made about ways in which they can help the baby to learn and ro 
develop. 

As a result of many surveys in which parents have been asked to 
reflect on their experience and to make suggestions for better 
practice* a number of writers have drawn up general notes of 
guidance for the use of staff who may be involved in providing the 
first contacts for a mother who has just given birth to a child with 
a disability (see Cunningham and Pavis, 1985 and Brynelsen, 1984 for 
recent examples). 

Common to all the suggestions is the recommendation th.u 
written guidelines should be available in every local area on 
procedures to be considered in the event of the birth of a baby who 
has or is strongly suspected of having a disability. Thvse 
guidelines should be known to all staff working on maternity units 
and to midwives attending home births. Such guidelines are obviously 
not intended to be mechanically applied in tivery case but thi»y at 
least provide a basis for discussion at local level: 

1. Whenever possible, the person to inform the parents should 
be an experienced physician familiar with babies with 
disabilities, fully aware of recent developments in 
providing help for such children and their familicH not 
only in early childhood but also in the school years and 
into adulthood. 

2. Inform parents early, and certainly before mother and baby 
leave hospital. 
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3. 



Talk to both p^irents together: it is generally unwlso to 
tell only the father and ask him to tell bis wife. 



4* talk to the parents initially in complete privacy » without 
students vr other staff. At the second 6seeting» it Is 
useful to involve one more person - e.g. a social worker, 
public health nurse or fellow parent who will be able to 
continue supporting the family. 

5. Talk to parents in presence of baby, and handle the baby 
in the saB;e way as any other newborn bfiby, conveying by 
language and manner that the child Is a child first and 
foremost* and only secondly a child with a disability. 

6. Provide opportunities for parents to see the physician on 
more than on^ occasiony ao as to allow thesa time to 
formulate questions after the shock of the Initial 
interview. If the physician does not know the answers to 
the questions asked by parents p this should be admitted 
openly, and steps taken to find the answer if at all 
possible* 

7. Provide parents with a short leaflet with basic infor- 
mation about the condition, and which indicates possible 
sources of help and support at local level. 

8. Inform parents of name of appropriate voluntary 
organization or parent-to-parent support groups and ask 
parents if they would like to be visited by a member of 
i^uch a group, 

Guid^-'linctii such as these seem to assume that children are born 
in maternity unlti. and that specialist help is available throughout 
pregnancy and during and after childbirth. Although this is the case 
in many countries, it is obviously not so in many parts of the 
world. Even so, the general principles behind guidelines such as 
these might be adapted to suit different settings and conditions. 

What happens in any community when a r^.ther gives birth to a 
baby that is quickly perceived as disabled '>r different? If she 
herself as well as those around her immediately perceive that the 
baby ha6 a defect of some kind, how will she and the baby be 
treated - by those who have helped to deliver the child, by the 
immcdinte family, by neighbours and friends? Will the community 
support her? Will they give her additional help? Such evidence as ve 
have from studies of cultures around the world suggests that 
generalizations about attitudes to babies with a dii>ability are 
dauijerous, Thi?re is great variation from village to village within a 
relativtUy small area, even tbuu^h two viilagui: may shiirc the same 
cultural or tcligioui* traditiouiJ. 
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The earliest months 



However sympathetically and positively the parents have been 
treated tn the days following the birth of a baby with a disability. 
It l8 when they leave hospital and return hose that support and help 
are ea*©atial. But familiee differ greatly in their re.'iponse to help 
that la offered, and it la therefore Important to discuss with 
parents the kind of support that would meet their needs, while still 
recognising that parents' views and needs change with changing 
clrcuostancea. 

For exaople* eoae parents are glad to welcome another parent 
with elmllar experience* For others, the arrival of a parent who has 
an older child forces the© to think about the future when they do 
not yet feel ready to do so* Sltailarly, some parents are soon eager 
to do anything they can to follow the advice of experienced pro- 
fessionals ^lle others need titse to 'find their feet* . Again, 
parents are not always sure about ways in which professionals can 
help: they nay think of them only as specialists in their own field 
and not think it appropriate to discuss their worries about t!ic 
reactions of tteabers of their family to th« fact that thtiir baby hat. 
a disability. Even within a family, it is natural for twu paruutt; to 
feel differently about such a liituation. 

In many cases, dissbilltics will only be dett*cted at a later 
stage* Parents ©ay have suspected that societhlng was wrong over a 
considerable period. Confirmation will be distressing but way also 
be sospthiog of a relief. For other parents, finding out that their 
apparently normal child has a uisabillty will be a terrible shnrk, 
and perhaps harder to co»e to terms with just because of the initial 
period of thinking that their child had no problems. 

Parents have ofKen said that their main need in tha 4farlicsi 
months is simply to have a friend who is a source of support and 
comfort, someone to talk to freely - not Just about the ci;iia but 
about anything. And yet, part^nts of babies with a disability an* 
often isolated - not necessarily because the baby Is ^rclt^cteJ' but 
because their friends and relativeB are unsure how to behave and huw 
to react. 

As one parent said: 

'Most of my relatives do not talk about Beckie with me ... but 
leaving the topic unmentioned is to treat a major segment ui my 
mental and emotional life as unmentionable* (Morton, 1978). 

Hpg^- and community-based services 

The movement to ensure that basic community resources are m^ide 
available to all members of the community, including those with 
disabilities, has been actively promoted by international 
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organizations such as the World Health Organlsatlona VNICEF and 
Unesco. Xn the field of primary health care, locaX village workers 
in many countries are being given short couraea of *on*-thd^8pot* 
training la the basics of health care, sanitation « nutrition, child- 
birth and child care^ To this la now being added some of the most 
essential eleoents of helping families and coim^nitiea accept and 
assist children with disabilities * Detailed training manuals are now 
available from WHO in Geneva and from all regional offices of WHO to 
assist village health care workers to help parents to teac^ their 
children tv luarn to become more independent in feeding , dressing, 
toiletting and in learning to communicate (Training the Disabled in 
the Community I A Manual on Coraraunltj-Based Rehabilitation for 
Developing Ccuntrles , WHO, 1983) » These manuals can be used from the 
earli&st montht^ of life. They are written in simple language and 
liberally illustrated with line drawings providing examples of how 
particular pkllls can be taught. Separate manuals are available for 
people with difficulties in learning, movement, sight, hearing and 
speaking, those who have fits and those with 'strange behaviour*. 

Many families with a young child with a disability are now 
being helped to meet their child's needs in their own home. However, 
such a policy demands that parents arc given full community support 
and given all possible sources of help to enable them to do so. Such 
help will vary from cosmnunity to community, depending not only on 
ri>sources but also on ways in which families with any other child 
might be helped. In some countries, children can attend day centrcH, 
creches or kindergartens for part or the whole of the day^ someti&^s 
where disablt>d and non-disabled children may mix freely. These way 
be provided from public fundn or they may be run by voluntary 
agcnciei>« Similarly, some countries have nursery schools or classes 
run by the education authorities and staffed by experienced nursery 
teachers and nursery nurses, 

Sumt! r.ountritis do not have day services for any of their 
children, whether disabled or not. Even if they do, it ©ay be 
difficult to secure admission to such services for children with 
disabilities, there is general agreement, however, that young 
children would generally benefit from attending pre-school day 
services but that mere placement of such children in integrated 
facilities is only the startlng-^point. Being in the company of 
normally developing children provides essential learning experiences 
for all children, as veil as for staffs Eut it is also ic^portant to 
find the means of meeting the special needs of children which arise 
from their disabilities* 

In situations where the child is attending a pre-school 
iaciiity alon^iside normally developing children, the following 
questions can usefully be asked in relation to parental 
cullaburatiou in mt^etiug the child's needs; 
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1. What opportuniti<>s have there been lor parents to vi:^it 
the pre-8Chool facility, to talk to the staff about their 
child* 8 ordinary l^nd special needs » way^; of helping the 
child settle in and gain the tnaximutn benefit from 
attendiag? 

2. Do the day centre staff have opportunities to visit the 
faiftily at hoae in ordei to soc the child in the home 
setting and get to know the family on a social basis? 

3. Are the centre staff informed about the results of any 
specialist educational or developmental assessment that 
has taken place » as well as of any specific or general 
recooaendations for teaching and activities that havt? 
arisen from such assessnents? How fully have the parents 
contributed to such assessments and recosmiundations? 

4. What support is available both to centre staff a^d to the 
family in dealing with problems presented by thL* child 
during this period? 

5. Are parents able to visit the centre freely to take part 
in activities with other children or with their own cljild? 

6. If the child has been taught at home by the parents, 
either on their own initiative or with the support of a 
home visiting prograisaei what st€£ps have bet^r taken to 
infona day centre staff of progress and problesis in 
following such teaching? Are parents involveu in any 
modifications to the progratame which may be necessary as 
the child laoves into a day centre? How regularly would 
such a progranme be reviewed by centre staff? 

What about children who do not attend any kind oi pre-school 
service, whether ordinary or special? In some countries, hom» 
visiting services are being developed to assist and support such 
families* These take many different forms. Some are rel«itlvcly 
informal, unstructured forms of visiting. For example, parents have 
thes38elves developed support groups in many places, whose members 
visit one another in their own homes to share experiences and ideas 
and to provide mutual support on a social basis* In other case&, 
regular visits ^re made by a teacher, public health nurse, health 
visitor or social worker* They too provide general support but may 
also advise on difficulties which arise, as well as inform parents 
about local services. They may also accompanv parents on visits to 
assessment centres and to possible services wliich are being 
considered for the child* 

Increasingly, the aim of home visits is to help the parents to 
further the child's development* The best known formal prograpirue of 
this kind is the Portage programme (Dessent, 1984)* Origii;aily 
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developed In a rural comunity In Wisconsin t United States for all 
pre-^school children with delayed developn^nt • the programte has now 
been adapted and translated for use in sany parts of the vorld* 
including I^tln As&erlca, India and the Caribbean. In essence > 
prograss&es such as Portage Involve a regular visit* every one or two 
weeks, by a home visitor who works with the parent to arrive at a 
sixople assess&ent of the skills attained by the child in key areas 
of development - e.g. physical, self-*help, movement, play, 
socialization and language and eotmsunlcatlon* This assessment is 
then used as a basis for discussing with the parent the next stage 
of development that the child might be helped to reach, the 
activities that would help the child to reach the target and the 
methods that might be used to this end* The home visitor might 
demonstrate teaching methods and activities to be adopted but it is 
essentially the parent who acts as the teacher after the home 
visitor has left. In this way, the programme supports rather than 
supplants the parents* 

Programmes such as Portage have the advantage of being home- 
basod, involving the parents in assisting their child's development, 
giving them a major say in decision-making concerning the selection 
of teaching targets. On the other hand, it is Important not to put 
undue pressure on parents to participate in prograsa&es of this 
nature. As Sandow (1984) puts itt 'There is more to family life than 
training children', and success or failure as a parent should not be 
equated with the extent of a child's progress in meeting teaching 
targets, however important or relevant they may be. 

Parents are now being given more choice la deciding the way in 
which they are going to work with their child* This is consistent 
with the philosophy of regarding the parents 3S consumers > respect-* 
ing the individuality and uniqueness of each family, and the dis- 
tinctive life-styles and teaching-styles of each member of the 
family, including the child with a disability. 

If parents are to make such choices, they will need to be in 
possession of all the necessary information to enable them ^o choose 
in an informed way. Some parents may wish to take a full part in 
contributing to the assessment of their child, as well as in 
selection of teaching targets. But they may prefer to reach these 
targets in their own way, fitting in with the child's moods and 
interests, rather than follow a prescribed method of teaching or 
committing themselves to reach such targets by a set date that fits 
in with the home visitor *s next visit* 

It is precisely because the personal end social needs of the 
family are so icsportant, that it is important to do everything 
pos&rible to allow them to lead as natural a life as possible, 
despite the difficulties presented by the child* For this reason* 
social, personal and financial help for the family are at least as 
important as direct educational help for the child^ 




Such souretf o£ h«lp cm Includes 

!• Arrangements vhlch vill allov the faally to meet friends 
and leave their house during their leisure titae* This may 
involve someone coming In to look after the child or the 
child Roing to another person *s homc> It can also Involve 
short periods of respite care vrlth other families. This 
helps not only the family but can also provide the child 
with invaluable experiences of living away froa home for 
short periods. 

2. Countries with a vell**devel;«|ied social security system now 
generally provide sooae degree of financial help to parents 
looking after a child with a disability. Even where this 
is not available » assistance with transport can be 
Invaluable. 

3. Toy libraries have provided a source of support for many 
families, as well as stimulation for the child. Parents 
can borrow toys and play materials which suit the stage of 
development reached by their child; often, they can seek 
advice from a teacher or volunteer familiar with the play 
needs of young children. Toy libraries provide an Informal 
setting in which parents can meet and exchange ideas and 
experiences concerning their children. Many are available 
to parents of all children, whether they have a disability 
or not. 

4. Many parents find it helpful to become members of a parent 
to parent support group ♦ Parents meet regularly in one 
anothers' houses, not only to talk about their children or 
the problems they present, but as a means of mutual 
support and building up self-confidence through being able 
to help others. Sometimes, such groups provide individual 
support to a new parent. 
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CHAPTER V: WORK WITH PARENTS DURING SCHOOL YEARS 



The organization and structure of educational provision varies 
greatXy both between and even within countries. In some* education 
is provided entirely by the State or from public funds; in others, 
schools for children with disabilities are set up by parent groups 
thG^elves* or by private or voluntary organisations. The access 
that parents have to their child * s school , to information about 
their child's progress and problems and the nature and degree of 
Influence that parents est^rcise wii:* also vary - j rotn a bare minin^um 
to one of maxiaiuifl control steaming from the status of parents as 
employers of teachers ♦ 

Educational provision for children with disabilitii'S is in a 
state of change and uncertainty in most countries of the world. In 
many parts of Europe, North America and Australasia, the practice oi 
segregated education is being questioned, and attempts are being 
made to meet special needs in ordinary schools* This can take a 
variety of forms. For example, special classes for children with 
disabilities can be set up in the ordinary school; alternatively, 
children are placed directly into an ordinary class but attempts are 
made to ensure that both the child and ^he teacher are given a high 
level of professional support ivm specialist teachers* Sometimes, 
children spend part of the day in the special school and part in an 
ordinary school (sec Hcgarty, Pocklington and Lucas (1981) and OECD 
(1981) for summaries of the range of models currently found in 
developed countries). 

Progress towards the integration of children with disabilities 
is very uneven* Children with physical and sensory disabilit iijs hxq 
more easily accepted into ordinary schools, whereas those with 
marked difficulties of learning or behaviour are stlH frequently 
excluded from or not accepted by ordinary schools, Neverthelesi;, 
there can be no doubt of the increasing commitment to integration 
(mainstreaming) by educationalists and parents, although the 
obstacles to achieving high quality education are considerable. 

In many developing countries, only a small mipority of children 
with disabilities attend any form of school. Where they do, priority 
is generally given to children with sensory and physical disabili- 
ties; those with learning and intellectual disabilities tend to be 
lower on the priority list. In general, parent and voluntary organ- 
isations are the ones who sti^gle to secure an education for such 
children. Sometimes, individual parents succeed in finding a place 
for their child in a school; in addition, small groups of patents 
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vork together and cficablith their own tchodl* either teaching the 
children themselves, perhaps in their own homes or a borrowed or 
rented ro<»a or hallt or hiring a teacher to do so, Bangladesh pro- 
vides a good esiaiaple of the growth of a strong parents' society from 
si^dest beginnings • 

Sometiaes, the parents hope to persuade the education authori- 
ties to provide schooling by demonstrating that the children are 
capable of learning. In other cases » the parents prefer to work for 
financial support from the authorities to enable them to continue to 
run their own school. 

Unesco and other bodies have published examples of a range of 
approaches to the education of children with disabilities > based on 
the experience of many different countries (see bibliography for 
examples of publications and tape slide presentations} • But we know 
rather little about relationships between teachers and parents in 
countries outside Europe and North America, though some of the 
replies ve have received to our inquiries were encouraging. 

It is now regarded as good professional practice to develop an 
individualised educational plan for each child* The Education of All 
Handicapped Children Act (1975) in the United States and the 1981 
Education Acts in Britain are two examples of national legislation 
which specifically provides rights for parents to participate fully 
in the process of assessment and decision-making* 

Although there is now a much greater awareness of the 
Importance of parents and teachers working together^ this may be 
harder to Implement immediately in ordinary schools* particularly 
since there may be only a small number of children with disabilities 
Integrated in any one school* Ordinary schools do not generally vork 
in such close partnership with parents, particularly where older 
children are concerned* 

The Italian experience suggests that in may be possible for 
them to do so. In Italy, the integration of children with 
disabilities has been mandated by legislation closing special 
schools* though progress has been more extensive in the northern 
cities. In many schools* parents are Invited into ordinary 
classrooms as ancillnrles to assist not only with their child's 
physical needs but also* und^r the guidance of the class teacher* 
with the academic programme (OECP* 1981) • Similar developments are 
now beginning in Spain; schools which undertake to accept two 
children with disabilities in each class will be able to reduce 
class sizes and receive additional support from peripatetic support 
teams* 
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PRI14CIPLES AND PRACTICES 



Whatever the situation, it ue^^ to us that certain principles 
are cosooon to the needs of children, parents and teachers during the 
school years. These principles give rise to a number of specific 
suggestions for day-to-day practice. 

There should be opportunities for parents and teachers to 
discuss their aims and priorities for the child > both in the 
long tena and in the short tenn 

Many misunderstandings and tensions could be avoided or at 
least minimized if the framewr>rk for such discussions existed. It is 
important that each party should be genuinely interested to hear the 
other* 8 point of view* 

Comments we have received from different parts of the world 
emphasize that the difficulties which parents and teachers 
experience in working together arise from different attitudes and 
assumptions held on both sides concerning the needs of children and 
the aims of schooling. We suggest that these perceptions should be 
explored and discussed from the time that the child first enters 
school, so that parents and teachers can begin to understand one 
another from the outset. The structure for such discussions will 
obviously vary - e»g» meetings in school, visits by teachers to 
parents* homes, meetings in a 'half-way house*. In Kenya, some 
teachers have been allocated motorbikes to visit fsmilleB who live 
some distance from the nearest school. 

2» In order to plan the most appropriate curriculum, teaching 
objectives and methods, teachers should try to learn about the 
child's home environment in gener a l, and as it relates to the 
child's learning in particular 

This includes such factors as: 

(a) Wlicj are the significant adults in the child's hocie? 

(b) Wl\ac opportunities does the child have to play and 
interact with other children? 

(c) What facilities are available for the child to use at 



(d) What opportunities are there for the child's learning at 
school to be extended to the home? 



home? 





3» There should be joint assessment of the child^s skills. 



abilities and needs. 



When a child enters school* there are many areas of functioning 
that staff will want to observe and record as a starting-point for 
their teaching programose for the child. These will include snobllicy» 
fine and gro&s motor skills , language and communication, self^-help 
and Independence skills, moods, social relationships and 
friendships. Parents have valuable infor^iation to give in all these 
areas, especially as the child may behave somewhat differently at 
home and at school* 

These differences can be a useful starting-point for further 
discussion between parents and teachers* They can provide a basis 
for parents and professionals learning to appreciate each others* 
areas of expert knowledge, as well as their different perspectives, 
aims and attitudes* They can also lay firm foundations for the 
discussion of the aims, objectives and methods to be adopted and 
shared In teaching the child. 

There are now a number of develop'iaental checklists that can be 
used for joint discussion, assessment and decislon-inaking. Parents 
and teachers can choose whether to complete these independently or 
jointly, and at what point they wish to compare their assessments of 
the chlld*s abilities and difficulties (see Jeffree (1986) for a 
brief summary)* Teachers have also developed simple methods of 
observation and recording which can be shared with parents. 

4, SucceSHful collaboration between parents and teachers depends 
on the extent to which information is shared during the period 
that Che child attends school 

School records provide the means by which professionals can 
express their accountability to parents and to those who are re- 
sponsible for the work of the school. But how many parents know what 
information is recorded by professionals? How many contribute to 
regular reviews of progress undertaken by the school at the end of 
each term or each year? Are they able to read or hear the content of 
all records and reports written by school staff or by outside 
professionals? 

It is essential for parents to have opportunities to know the 
full content of all information concerning their child's assessment, 
Che progress made by the child in reaching agreed objectives and 
ways in which teachers have planned to help him or her to do so. 
Tiiey need to be able to add their own observations and comments, 
based on their knuvledge of tho child's development and behaviour at 
home, bchooi records should be designed in such a way as to 
encuurage and facilitate parents' comments. 
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OpiK>rtunlties for parents to make their own cements can be 
arranged in a variety of vayr* Facc-to-face discussions can take 
place in school so that the parents can meet all the staff who knov 
the child. Alternatively, a teacher can visit the J-'mily at home and 
aeet other setabers of the family. Ideally, discus&ions in both 
settings should take place* 

In additioUi and vhers literacy is not a problem, hoine*-school 
notebooks can travel betveen home and school. Teachers can vrite (or 
draw pictures) to Inform parents about the child's activities, diet, 
progress in independence skills such as self-^care and toilettlng* 
The parents in their turn can coment on these, and add information 
about the child's activities at home during the evenings and at 
week'-ends and holidays* 

Home-school notebooks can also be used as tht. basis for a joliit 
teaching progratcae in which Information is srught and shared on 
progress, priorities, use of aids «nd appliances, health problenjs, 
as well as on new skills that have beei. learned or used. In some 
countries where school transport is provided, the bus driver and 
helper can be a useful intermediary, passing inforr«ation between 
teachers and families* In other cases, older sciioolchildrf»n are 
often shown how to teach younger children* Tliis principlii mi^;br he 
adapted to brothers and sisters providing a link between what ib 
done at school and at home. Here again, family circumstancc^s will 
nead to be taken into account* 

5, Explaining educational goals and methods to parents 

Collaboration in education depends on teachers informing and 
explaining educational goals and methods to parents in clear and 
simple language. Although ve have emphasized the importance of 
professionals seeking information and suggestions from parents, it 
Is equally important that parents should be helped to understand 
what teachers are trying to do in schools. Many misunderstanding's 
which arise from parents' lack of infortttatlon about r^'ctjnt 
developments in the content and method of teaching could be avoided. 
If parents arc given such information and shown how the teaching is 
done, they are more likely to support what teachers are doing. In 
this way, parents and teacherK arc again learning from vuii another 
and hence strengthening the bonds between them. 

6, Sharing successes 

One of the most valuable ways of developing collaboration comes 
from parents and professionals informing one another about and 
sharing the child^s achievements. In the past, information and 
contact have tended to focus on problems and difficulties in helping 
the child to make progress. But when achievements are infrequent and 
only made with great effort, it is all the more Important that 
everyone involved should be able to celebrate each step of progress, 
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however small* Teachers should always io£or» parents vhonaver a step 
forward has been taken by the child. Vhsre it is practicable, they 
can invite parents into school to see the child at various stages of 
a teaching prograsae. By this neans, the parent feels involved in 
sharing success, and may be encouraged to continue with the pro-* 
grasae at home. This is a good way to build up parents^ confidence » 
of helping them to overcome anxieties that they may feel about 
teaching their child at hone and overcoaing practical difficulties 
which they may experience* Sharing the child*s achievements helps 
all those who are involved to appreciate that their efforts are 
recognized, valued and worth while* 

Of course » difficulties and problems will also need to be 
shared. This will be t**sier in a context whore previous contacts 
have not locured just on *bad news' but have given equal time to the 
communication of shared achievements. If this is done at an early 
stage, parents have the opportunity to share useful information 
which may help to overcome the problem* 

7. Asking the parents 

Asking parents is the starting-point for professionals' work 
with parents. Teachers need to learn how best to enlist the expert 
knowledge that parents have about their child since birth , their 
knowledge about the family's distinctive situation and life-*style^ 
the resources of the neighbourhood in vhich they live, the 
opportunities it presents for their child and the support that can 
be expected from neighbours and from the local community. No two 
families can be approached in the same way, and teachers will have 
to make an informed judgement about the most appropriate way in 
which these issues can be discussed with parents. It will have to be 
done with j^ensitivity and tact, explaining their wish to make the 
teaching; prosramme for the child as relevant as possible to the 
environment of the child *s home ani Inunediate neighbourhood. At the 
hamc? tiiBc, pariints must havi^ the ri^ht not to share such information 
if they do not wish to do so* 

It is particularly important for teachers to ask parents' views 
and preferences on the central question of how teachers and parents 
can best work together* 

Fur i^x^imple, huw would parents like to be given information: 

Through visits or meetings in schools, or both? 

Verbally or in writing, or both? 

How olten should meetings take place? 

How do parent feel about carrying on particular teaching 
programmes at home? 
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Other exas&plos could be given* depending on local possibilities 
ftod circumstances* type o€ school or difitance from hoi&e. We received 
reports from Bangladesh as veil as from England, of parents being 
asked to complete a simple questionnaire to state their choices. 

*Your choice is our choice*, vas how Bangladeshi teachers put 
it. It is valuable to ask parents, too* about their curricular 
priorities and possibly about sho.:: term goals - e.g. in the area of 
self-lielp skills. It can make all the difference if the goals chosen 
are the most significant for the family. 

We emphasize the importance of asking parents because in many 
Western countries teachers are more experienced in telling and 
instructing parents^ than in seeking information from them. But 
collaboration depends on parents feeling that their expert knowledge 
is sought and valued. 

8« Providing opportunities for parents and professionals to choose 
how to work together 

There are many vayi in which parents and professionals can work 
together. A wider rangf» of possibilities offers greater choice for 
parents and professionals and therefore increases the chauce of 
Joint enterprises. These include; 

(a) *Fun* social events: parents have often commented that 
what scatters most in their contacts with professionals is 
how they relate to one another as people . As one of our 
respondents put it? 'what we are looking for is uot 
friendly experts but expert friends'. Of course, it ii^ not 
possible to befriend every parent and member of the lamily 
but the fundamental importance of finding common ground 
%^ere parents and professionals can meet on equal terms 
cannot be overestimated. 

(b) Performances and exhibitions of children's work arc tra- 
ditional attractions for many (though not all) parents. It 
is helpful if this is combined with time for parents to 
meet staff informally* either during or after the event. 
Photographs^ videos or cine films of the children at work 
and play are also a powerful attraction to parents who 
want to see their child vn film and who are happy fur 
others to do so also* 

(c) Parents can also be invited to contribute to the school *ii 
programme as helpers - not necessarily with their own 
child. This is particularly useful when extra helperti arc 
needed in an integrated class where there may be one or 
TDore children with disabilities who need extra help . 
Parents may be able and willing to help by lit»teniug to 
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children read or reading with them; in art and craft 
lessons, in telling stories or helping wich swiming or 
sport activities* 



(d) Parent workshops have been held in some schools . These 
provide a £orum in which parents and teachers meet 
regularly over a period of weeks to share Ideas and 
methods in working with a particular group o£ children • 
Such groups laay aeet during the day or ia the evening; 
chey provide opportunities for fathers or other members of 
the family to attend and discuss ways in which parents and 
family members can work together to help the child achieve 
particular goals. For example, workshops have been held 
for parents whose children are Just entering or leaving 
the s^^ool, or for parents of children with similar needs 
and difficulties* Professionals can also encourage 
parents* self**help groups at local level* 

9# Sharing activities 

Collaboration includes shared undertakings, activities and 
decision-making. Some school staff ask parents for their suggestions 
and involvement in planning activities for students* for staff and 
for staff -^parent groups* These may include outings, drama 
productions » fund-raising and leisure activities and other ways of 
broadening students' experience. 

10. Time and physical arrangements for working with parents 

Parents are often 'put off by feeling that they are intruders 
in the school » and that they arc out of place and taking up the 
valuable time of busy professionals* Many parents who feel at a 
disad*'antage in coming into school may recall their own school 
ex*>er lances. Time and thought therefore needs to be given to making 
sv that they feel welcome and comfortable in the school. 

Professionals should not expect that parents will automatically 
follow their suggestions* Families have many responsibilities and 
should be free to decide on their own priorities* 

12. Participation in training and pollcy-'makin^ 

Collaboration In its fullest sense includes planning for future 
development) formulating policy and putting that policy into 
practice. 

In some countries, this kind of collaboration is possible 
because the structure for it has been created^ For example, in 
Bangladcsli teachers and parents jointly learn about teaching methods 
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rad nearly m quarter of tha teachers are also parents. In Britain^ 
since I9&O1 parents isust be included on governing bodies o< schools 
and have a statutory responsibility for ensuring that the special 
needs of al] pupils are met within the school, whether that school 
is a special or an ordinary school* They therelore discuss the 
policy of the school > its organization and curriculum and partici- 
pate in the selection of teachers. In laany countries, includir.^ 
Canada and the Netherlands 1 parents have set up and financed the 
schools and can therefore escpect to exercise a considerable 
influence on school planning and policy in jointly lobbying for and 
seeking necessary resources* 

Vhere these structures do not exist, the responsibility of 
professionals to seek out parents' views, suggestions and par- 
ticipation is all the more important. 

This can be done by professionals: 

visiting; 

offering consultation sessions with parents; 

acting as advocates for the family-inviting parents to 
parulcipate at whatever level and in whatever way is possible 
and agreed* 

The training of all professionals 8hc*ild therefore include not 
only the skills necessary to teaching studencs with disabilities but 
also those needed in order to cotmnunicate and work with families on 
a basis of equality and partnership. 

All events and undertakings at any leva! which include con- 
sidering the needs of children and young adults with disabilities 
should invite a contribution from parents. Many countries now invite 
parents and young people with disabilities themselves to participate 
in conferences, working parties, planning groups, advocacy and 
advisory groups which are working to develop and improve servicers 
for pw./ple with disabilities* 
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CHAPTER VI 1 MEETING THE NEEDS OF ADOLESCmS AND YOUNG PEOPLE 



XNTWnUCTIOIl: CBANGING EOLES m> EXPECTATKWS 

If parents and teachers have built up a good working col-* 
laboration during the school years* firm foundations will have been 
laid for the consolidation and further development of these 
relationships during the difficult years to come. But the nature of 
the collaboration will need to change on both sides. 

First, the collaboration no longer centres on a child but on an 
adult with the right to independence and autonomy in exercising 
choice and making decisions • 

Second, because adults have a right to privacy » it may not be 
appropriate for parents and professionals to be discussing an adult 
without their full presence and participation. 

Cmsiunities differ greatly in the ages at which children are 
e3q;»ected to assume adult roles and responsibilities. In many 
developing countries, children below the age of 10 are given 
important responsibilities for example in carrying out certain 
household taaka, in looking after animals or In helping in the 
fields or looking after younger brothers and sisters. Because 
faolliea live and work together for longer periods, the notion of 
adult Independence and autonomy which is characteristic of auch of 
European and North American society is replaced in other cultures by 
conaunal livin]^ and group interdependence. 

Such infon&ation as we have suggests that very few adults with 
disabilities receive rehabilitation and educational services in 
developing countries at the present time (Hlttlet and Serpell, 
1985). Their faaillies do what they can to provide a hotse and 
occupation and to integrate them into the local cotamunity. But few 
parents will have anything but the most fleeting contact with nro- 
fessionals. The majority are left to fend for themselves unsupported 
by public bodies. In this situation, volimtary organizations can 
help parents to support one another. They can also try to set up 
facilities or persuade public bodies to do so - e.g. vocational 
training or rehabilitation services or short*^term respite care. 

In countries where services of some kind continue to be avail- 
able to young people after leaving school, there is a possibility of 
disagreement and conflict between parents > professionals and the 
young people themselves* What happens, for example, if the young 
person and the professionals who work with her agree that she is now 
ready to take a step forward in her independence but the parents 
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feel «4ually Acrcmgly that Bhm is not? Xt mmy b« a comparatively 
snail step ^ going to the local shops, visiting a friend alone » 
going to a social event » the coimaon disagreemnta about clothes^ 
coming home late and choice of friends* But the disagreement may be 
about bigger questions: about readiness to work, to live with 
friends or even independently, embarking on a sexual relationship or 
getting married. 

At the centre of this debate, and often not Included in the 
discussion^ Is the young person with a disability. What if she has a 
point of view that differs both from that of the family and of the 
professionals? How can she resist the charge that she is being 
'unrealistic' ? What chance does sh2 have of being heard and 
respected? 



LEAVIKC SCHOOL 

Young people with disabilities have complained that schools 
were so concerned with providing *aa normal an education as 
possible** whether in special or ordinary schools, that they failed 
to prepare them for the demands and difficulties of life after 
school (e.g. Anderson and Clarke, 1982). How many schools provide 
opportunities for young people to discuss their disability and its 
Implications for their future life? How often can students discuss 
their fears and anxieties about the future, about their ability to 
find and keep a job, their chances of forming a stable relationship 
with a sexual partner, the physical, as well as the social and 
psychological aspects of sexuality; their concerns about the long- 
term future when their parents can no longer provide a home for 
them? How often are students taught the techniques of aasertivcmess 
and social skills training, ways of dealing with people who appear 
to discriminate against them and who deprive them oi their rights or 
access to society's resources and institutions? 

The curriculum available to young people leaving schools is 
clearly of equal concern to families, professionals and the young 
people themselves in terms of how veil it mf^ets everyday needs. 
Partnership between all three parties is thereiore vital and needs 
to be put into action well before the young person leaves school. 
What forms can such a partnership take? 

Some of the suggestions listed below reinCerpreC in the light 
of the needs of adolescents and young adults and their families 
principles and practices summarized in the previous chapter 
concerned with children of school'-age. Clearly, the chances of a 
successful partnership depend on the strength of the foundations 
laid at earlier stages in the development of children of school^age. 
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1« Parents and the young pi>oplc cnesgelves should he fully 
involved ill the process of aascBstnent and declsion-aaking In 
preparation for leaving school 



^liare a school already has good working relationships between 
parents and taachera, joint aBsesament should not present a tnajor 
obstacle. On the other hand> both parties will now> perhaps for the 
first tioep need to consult the young person » listen to what they 
Imve to aay and discuss Issues and dlsagreeaents with them in an 
adult Banner « This may not be easy when parents and professionals 
may have been making decisions *over the child's head* for many 
years* Ideally, parents and teachers will have been finding ways of 
consulting the child and providing opportunities for choice and 
decifiion^making wherever possible from an early age •* e«g« in the 
choice of what to wear» what to edt» choice between two games or two 
activities. Of course, there are many circussstanccs where the 
possibility of choice for any member of the family are limited or 
non-existent* But at least the person with a disability should have 
the same opportunities to express choice and make decisions as any 
other member of the family. These are the foundations for cxprcbblng 
personal needs at a later age and in more fundamental aspects of 
living. 

Much of what needs to be taught will form cotomon ground between 
parents, teachers and the you.;^; person. Somehow, a balance needs to 
be struck between ensuring that young people leave schools both wich 
appropriate academic skills as well as with the skills which they 
will need for adapting to the demands of independent living as a 
young adult. This bSi^ance needs to be found afresh for each person 
and therefore re-*negotiated each time between all those insaediatcly 
concerned. Failing to involve the family in depth and detail at this 
stage is to do a serious disservice to the young person and to the 
family as a whole. 

It Is important, therefore, for scliools to roake the whoU- 
process of assessmeut and decision-making accessible to ];>arcnts and 
to the young people concerned* Assessment must be 'dcmystif it*d* , 
less technical and more related to the practical needs of the 
situation. For this reason, schools are increasingly using 
functional checklists of skills and behaviours relevant to the 
demands of everyday living. E^xamples of such a checklist includes 
Pathways to Independence (Jeftree and Cheseldine, 19B2) and the 
somewhat more detailed Social Assessment Coping Scale (SACS ) (Whelan 
and Speake, 1979). These scales lend themselves to joint assessment 
by parents and teachers and^ indeed, by the young person being 
assessed. Although some schools do make a practice of asking the 
young person to assess themselves, very little published inforiuation 
is available on this practice. Not only is it instructive to compare 
the youngster's self -assessment with that carried out by parents and 
professionals, but discrepancies can often form an excellent 
starting-point for discussing priorities. Furthermore, some scales 



37 



ERiC 



40 



such M thtt SACS make it possibXtt to indicate that a student has not 
had an opportunity to laarn or practise the akillt Hero agaln^ the 
ftttident say be store ready to remind teachers end parents of these 
missing opportunities* Thla inforsation should then dirr:T:ly suggest 
appropriate areas for the educational currlculu» of schwol-leavers. 
Particularly at this point of change in their life, leamiag to live 
and learn in the local cooanunity will be at ^z&ut as isportant as 
academic skills* 

ThuSt it is not only the parents but the young student who is 
all too often the *missing person* in the assessment process - 
missing In the sense of taking an active part in his or hev own 
assessment > rather than just being passively assessed by ' experts \ 

2t Teachers should visit families in their own homes 

It is generally useful if teachers ask parents whether they 
vol* Id welcome a home visit at this time. This would provide oppor- 
tunities for discussing their more general concema about the 
long-term future* If any of these concerns are outside the te^^cher*s 
competence, the teacher will wish to surest where and how the 
parents can beat be helped. In some countries » questions of social 
security and housing entitlement are so complex that only a 
specialist social worker can answer thoo; in other cases, referral 
to a medical specialist may be advisable* 

In the case of many young people* however * parents will be 
interested In ways in which they can continue to help their son or 
daughter to learn the skills which they need* Teachers can make 
valuable suggestions on this scorer recommend books and manuals 
where appropriate or make direct suggestions themselves* Many 
schools continue to offer informal support to parents for some time 
after the young person has left school. 

3. Parents should p^articipate fully in decision^^making and case 
conferences 

A number of agencies are involved in the process of assessment 
and decision^i&aking concerning the needs of a young person and ways 
in which they might be met at local level* Since the initiative in 
assessment often lies with the school ^ it may be convenient to hold 
a case conference with all those with an interest in the young 
person. The parents and the young person concerned are clearly key 
members of such a case conference and should participate fully from 
the start* 

Some parents have complained that they have been kept waiting 
while the professionals discuss and make decisions and are then only 
invited In for the purpose of being informed of the decision and 
asked for a ' token comment * * This is less likely if teachers and 
parents have a long history of working together and have learned to 
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r«ap<ict and trust one another* On the other hand, other pro** 
feaslonala ©ay iaalat on meeting In private so that they can discuss 
concerns about the family which they would not wish to voice openly. 
This may be understandable but is a poor basis for working together 
and isipoverishes the smeting. 

4. Parents should have opportunities to talk privately to all the 
professionals involved in decisions-making 

Although the parents and teacher may know *5ach other well, the 
parents may well want to have a discussion with one of the other \ ey 
professionals involved. Their judgements may be crucial to the 
future of the young person and therefore of the family and it is 
only natural that parents should want to meet and question them. 

However p this Is not easy to arrange. A case conference 
provides few opportunities for subsequent discussion with more than 
one or two members. It may be preferable to invite the parents to be 
present if one of the visiting professionals Is meeting or working 
with the young person - this may be a psychologist, social worker or 
doctor or a staff member from one o£ the services for 
school-^-leavers. It may also be productive for one of these workers 
to visit the family at home - particularly if tnere is a social 
worker Involved who has not yet done so. In many countries, It will 
be social work or social welfare agencies that have the major 
responsibility for service provision and for supporting the fcmily. 
Liaison between them and teachers is essential. 

5. Reports should be written for parents and for the youn^ person 
In volved ^ 

Parents often find it helpful to have a re-ort written for them 
and in language that they can understand. This applies not only to 
the discussiona and conclusions of case conferences but also to 
summaries of assessments, whether objective or subjective. For 
example » parents have been given their own copios of some of the 
functional assessment checklists mentioned earlier ''..g. Pathways to 
Independence) . Where suggestions have been made f » r activities for 
the parents to carry out, it Is helpful for these to be summarized 
on paper, so that misunderstandings can be avoided. It is useful for 
parents to be invited to add their cooments to such assessments > 11 
they have not already had an opportunity of doing so. 

How often are reports written for the young person at the 
centre of the process of assessment? Many would not only be able to 
understand such reports, particularly if they were written in clear 
and direct language » but would also find it helpful to have a 
suiamary of the assessment and of the decisions ta^;en. 

Even in countries with highly developed services, there is 
often a stark contrast between the quality and quantity of services 
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provided for children and those avoilable once they leave £ull*"tiine 
education. Thla is partly because of lack of resources but is often 
the result of an absence of cossminication and co^^operation across 
administrative boundaries, h full report at the school-leaving stage 
which identifies specific needs and ways in which these might be met 
provides one way in vhich sexvice providers can express a cosimitment 
to providing continuity of services* Such a dociiment also provides a 
means of expressing accountability both to the young pereon and the 
family* 

Ideally* such a docu&ent should constitute a passport to ser- 
vices* listing the young person *s needs, the decisions taken about 
how chose needs are to be met and the steps to be taken to review 
progress* Needs do not change just because the young person becomes 
the responsibility of another agency. Someone who was thought to 
need regular sessions of speech therapy or physiotherapy or who 
received regular examinations by a school doctor or nurse does not 
suddenly cease to have these needs on reaching their I6th or 29th 
birthday. Such a document enables service providers and other pro- 
fessionals to express accountability to the client • At the very 
least, a document clearly specifying the needs of the person with a 
disability will help parents In their search for appropriate 
services in the post-school years. 

6. Parents should be offered opportunities to work closely with 
teachers to help their son or dauf^hter achieve relevant skills 



A nus4)er of schools have worked very closely with parents in an 
effort to establish an intensive prograsmie of joint teaching on 
priority areas selected by parents and sometimes by the young people 
themselves. Sosetiues* schools have run workshops > as described in 
Chapter V, but specifically for parents of school-leavers. Such 
workshops provide opportunities for parents to support one another 
both socially, emotionally and at a highly practical level. For 
example, a suggestion made by a parent who has faced and overcome a 
particular challenge may be more effective than the ame advice 
given by a teacher on the basis of general principles alone* 

Examples of joint work arising from one workshop included a 
progrsmne to help the mother of a young woman with Down's Syndrome 
help her daughter to go unaccompanied to visit her next door 
neighbour when she had previously clutched her tightly in case she 
ran away. This was followed by suggestions from other parents on 
sending her unaccompanied to a nearby local shop. 

A father initially expressed doubts whether his son was ready 
to be helped to walk independently to a day centre but worked with 
the staff in developing a training programme. At first, the father 
accompanied his son all the way but gradually walked a little behind 
him and gave him increasing responsibility in deciding which way he 
had to go and how to crocs roads. Finally, his son told him not to 
follow him or he would be late for his own work! 
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SPECIAL PROBLSMS OF FAEEOTS OF A2M))U£SCGNIS 



The period of achool-loaving marks a critical point In the life 
of the faaily as a whole. After several years of full-time 
echoolingy ssny faiailies are forced to resume full-tisie care of 
their relative because of a lack of appropriate aervices* Sometimes » 
this aeans a parent (usually the mother) giving up paid ^ployment 
in order to remain at home to look after her son or daughter* This 
in turn is likely to result in a lower standard of living for the 
family* 

Parents of adolescents and young people with disabilities face 
the same tasks and responsibilities as any other family * namely, to 
provide a loving and secure home and to prepare them to live 
Independently in the community. But the difficulties they face in 
this task arc considerable. Some arise directly from the nature or 
severity of the young person's difficulties imd the absence of 
services for this age-group* Others arise from a lack of personal 
and social support for fatailies* These problems impose additional 
and in many cases unnecessary handicaps on the young person and on 
the family. 

It is ironic that many families are deprived of services for 
their son or daughter as well as support for themselves at the very 
time when they are most in need of it. The needs of families are not 
only for information, discussion and participation but for oppor- 
tunities to share their concerns for the future in an open manner. 
Professionals must therefore have the time and the skills to 
encourage parents to be opent to listen and respect what they have 
to say and to be equally open in their turn. Host of all, young 
people and their families want practical help and resources. 

Support of this nature can come from social workers in those 
cotmtries where the social welfare agencies see the provision of 
such support as part of their work. It can also come from other 
parents, meeting together as mutual sources of support or acting as 
a lobby for the development of appropriate services* Hany parent and 
voluntary organisations around the world have themselves founded 
sheltered workshops or vocational training services, just as they 
previously fought to establish schools and nursery classes. 



NEEDS OF VOUKG PEOPLE WITH DISABILITIES 

The age at which young people leave school varies considerably. 
In many Western countries cbildrcu must remain at school by law 
until they are about 16, in some cases 19 or even 21. In many de- 
veloping countries, it is only a minority of children who attend any 
form of secondary education. The majority of children complete the 
whole of their schooling at around 12 years and are then expected to 
Bmke a contribution to the life of their comunity* just like any 
other adult. 
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How, then, do ve define a young adult? If ve are thinking of 
young people vho have left school, we may be discussing a group who 
are only 12 years old in sooe countries and 21 years in others* 
Generalisations about such a heterogeneous group of people and thefr 
fsmiliea ere therefore likely to be misleading* 

Many young people leaving school may xu>t fully understand why 
the routine to which they have b^ccme accustomed has changed so 
draatically and why they have to stay at hmsm all day. The result 
may be boredom and frustration and a tense atmosphere at bos&a* They 
can easily become resentful at this time because o£ the lack of 
opportunities to continue their education and training and find 
work* Few have access to leisure and recreational activities used by 
other young people* Hany are very Isolated and can become passive 
and Institutionalized in their own homes, bound to narrow routines, 
rarely seeing their friends frosa school and having few leisure 
interests which take them outside their hoaes« They may particularly 
worry about their lack of opportunity to make new friends and to 
explore sexual relationships* There are many reports of young people 
with physical disabilities in particular becoming clinically 
depressed after leaving school* 

One response of young people with disabilities has been to form 
themselves into mutual support and self -advocacy groups* The growth 
uf organizations such as People First and Disabled Persons Inter- 
national has inevitably led to some degree of conflict with the 
longer established organizations concerned with disability* These 
have been soostly run by parents or professionals and disabled people 
themselves have only recently been asked to join the executive and 
declsion'-making boards* Sose disabled people prefer to run their own 
organizations without parents or professionals. VIk>, then, speaks 
for people with disabilities? Which body should be received by 
government and other public bodies? 

The concerns expressed by people with disabilities are funda- 
mentally the same as those expressed by parents and professionals* 
In most countries, there is a strong demand for full participation 
in the life of the community , access to all local services and 
equality of opportunity* However, professionals and parents on the 
one side and people with disabilities on the other may differ about 
the best way to achieve these objectives and about the most effec- 
tive way of campaigning for them* For example « people with dis** 
abilities are urging their right to paid employnent and are not 
prepared to wait in sheltered workshops or training centres in** 
definitely* They also resent the low levels of payment and 
allowances which they receive* Professionals and parents on the 
other hand, while sympathetic to these aitoB, often consider them 
unrealistic in the context both of the disabilities of the Indi- 
viduals concerned and of the economic and employment situation 
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facing tha country m « vholt. At this stage* partnerships between 
paranta and profaasionala miat be extended to include the handi- 
capped adttlta tbe&aelvee* 



WHERE TO LIVE? 

The expectation of siost families in developed countries is that 
the time will come when their children will grow up and leave home* 
Some will live independently near by and visit the family fre- 
quently; others will work in another area and perhaps have less 
frequent contact t Sox&e will leave the faiaily home to get married* 

These are not the expectations of oost families with a young 
disabled oafid>ar* It seems to be taken for granted that families will 
continue to provide a home for their son or daughter until they 
becc»&a too old or too incapacitated to do so« This too is the 
expectation of government axul other public agencies in most 
developed countries* 

In developed countries, more young people with severe 
disabilities are being helped to live in ordinary houses » %d.tb as 
much staffing and other forms of support as are needed by the 
residents. But surveys of parents of young people carried out in 
several countries suggest that many parents are unaware of 
developments in the use of supported ordinary housing* 

Teachers and social workers might begin at an early stage to 
encourage parents to discuss their ideas and concerns for the 
future* Some will insist that they will provide a ho^ indef initdy 
and that other mexsbers of the family have undertaken to continue to 
do so when they no longer can - particularly brothers and sisters. 
On further exploration and discussion > parents may express doubts 
about thia. Is it really *fair* on the brothers and sisters and 
their epottses? Are they perhaps Just wanting to prevent the parents 
worrying about thia matter but would be overburdened and stressed 
unless other alternatives were also possible? 

In many developing countries t however, it is usual for young 
people to continue to live with or at least very close to their 
familiea and in some cases to continue to do so even after marriage. 
In such circumstances » the family may well expect to provide a home 
for their disabled son or daughter ^ though few receive support or 
assistance of any kind in doing so ^ e»g» in the form of financial 
help I respite residential care or the opportunity to discuss 
problems with social workers or other professionals. 
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OCCUFAIION AHB WORK 



Tha majority of people with disabilities are living in poverty 
in most countries o£ the world* At a tiae of world recession and 
record levels of unesiployiaent » the prospects of employment for 
people with disabilities seem to be limited. Bvra in tlsxes of fuller 
employment, bovever# society's eKpectatlons of the employment 
prospects of people with disabilities have always been low. Con- 
sequently » their lives in most countries have been marked by lack of 
opportunity caxised by unnecessarily low expectations « Indeed « it 
could be argued that society's underestimation of their abilities 
constitutes their biggest handicap. This is particularly the case 
for people with intellectual disabilities. 

Our concern here is with ways in which parents and 
professionals can work together to help adults with disabilities to 
obtain paid work, at least to the same extent as their fellow 
citizens. In developing countries, 8«*Tvival of the family depends on 
the availability of some income, however small, from each member of 
the family. But in many countries, people with disabilities are 
forced to beg in order to survive^ Many end their days in prisons or 
closed institutions. 

But there are some signs of progress. From Peshawar, Pakistan, 
for example, there are reports of people with disabilities being 
helped to set up a simple stall in the local market place, selling 
shawls, prayer mats, matches and numerous small articles. Initially, 
they are supported by a helper, who may be a relative or a 
volunteer, who gradually withdraws in order to encourage the indi- 
vidttal to undertake transact ioxis with the public. 

In developed countries, the role '^f sheltered workshops, 
vocational training services and day centv^s is currently coming 
under intense critical scrutiny. Although mosr of these services aim 
to prepare their clients for employment, the number of people who 
are placed into open or sheltered employ^^nt .Is very low Indeed. 
Rehabilitation workers and the disabled people with whom they work 
are themselves dissatisfied with the failure of such traditional 
methods of training and are now looking for alternatives. In 
particular, attempts are now being made to place people directly 
into work and to provide the training required in the work place 
Itself - as in the Peshawar example mentioned above. In addition to 
training for the job itself, the worker may need social and personal 
support, learning how to fit in, be on time, find their way around 
and meet other workers. This essential support is sometimes provided 
by a relative, volunteer or another worker. It may make all the 
difference between success and failure in a work placement. Some 
examples of direct supported work placements are given in Bellamy 
(1979) and King's Fund (1984). 
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In d«v«loping countries » thft CQSomunity^'BAsed Eehabilltation 
Manuals produced by the World Health Organisation and the Inter- 
national Labour Office are beginning to be t&ore widely used to 
develop locally based training for people vith disabilities. These 
are practical training manuals » well illustrated with line drawings 
and written in simple » clear instructional language which are 
intended for the use of people without specialist training in the 
comBiunity» including family members, (Copies available through 
regional offices of WHO or ILO or from the headquarters of these 
organisations in Geneva* Unesco has also been involved in the 
development of these materials.) 

It is clearly important that families and people with 
disabilities themselves should be aware of these and similar 
developments* llnfortucately» information is rarely made available to 
them and it is left to the initiative of a few Individuals to seek 
out Information about new approaches to rehabilitation and service 
delivery. It would be helpful » for exasq)le» if a newsletter were 
available » issued by government or a voluntary agency, which sum** 
marized information about new developments. Such newsletters could 
provide the basis for discussion between parents » professionals and 
people with disabilities* 

Such newsletters can also do much to promote a positive image 
of people with disabilities » stressing not only their needs but 
their achievements. Reference can be made to well-know;i and 
respected figures in each country who happen to have a disability, 
as well as to world statesmen and politicians* famous authors and 
artists (^ce 'Think Positive' (Shearer, 1984) for examples of 
presentation of people with disabilities at local level and in the 
media) • 



CONCLUSIONS 

The integration of people with disabilities into their local 
community is beset with many difficulties. Local circumstances vary 
greatly from community to community, but no one is more directly 
aware of the obstacles than people with disabilities and their 
families* If these obstacles are to be overcome, professionals, 
parents and people with disabilities themselves will between them 
need to work out new roles, relationships and responsibilities to 
meet chauging and complex needs. 
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CHAPTER VII s OVFRCOMKiU OBSTACLES 



In this final chapter* ve draw together a number of examples of 
good practice and sunsBarize suggestions which have been made tor the 
devalopment of better vorking relationships between parents and pro- 
fessionals. These examples come from communities at very different 
stages of development in their services* A number of examples of 
successful collaboration have come fr^ countries and communities 
where parents have only the most limited resources and where the 
development of facilities and staff training are at a very early 
stage* In contrast, some of the richest countries experience dif- 
ficulties in moving away from traditional practices which have in 
the past paid little attention to the ifi^ortance of working towards 
better collaboration between parents and professionals. 



OBSTACLES TO COLLABORATION 

The development of better working relationships is no easy 
task, and is beset by many obstacles* These have been mentioned by 
writers from many countries. We will therefore sumciarixc some of the 
main obstacles to collaboration, and then try to suggest ways in 
which they might be overcome. We shall seu that some obiitaclcs are 
comoion to both professionals and parents and that others are more 
specific to one group than to another. 

I. Lack of preparation in training 

Few professionals have been adequately prepared by their basic 
training to learn about the experiences and points of views of 
parents, nor in general have they been provided with opportunities 
to discuss ways in which they might work in closer collaboration 
with parents* Although this is probably less true of recently 
trained professionals, we doubt whether many training courses have 
cause to be satisfied with the amount of time devoted to these 
issues. 

It might be argued that students training to hat teachers, 
social workers or doctors are still too inexperienced to Cake 
advantage of such information, and that there is no time on a 
crowded syllabus to air these issues. But failing to provide 
opportunities to consider and prepare for the development of 
effective working relationships with families could suggest to 
students that these are not perceived as important issu4?s fvir 
practice. 
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Given the low priority attached to this subject in either basic 
or post**experience training » it is not surpriiiing that lack of 
experience or confidence oay make professionals hesitate to take new 
initiatives in vorking with parents* Feelings of uxlety axid stress 
in adopting new roles and new relationships are understandable. 
Alternatively » over confidence - tha 'expert* role that *the pro'^ 
fossional knows beat' Is dually an obstacle to collaboration* 

Just as professionals are inexperienced with parents » so the 
converse is also true* Teachers may not be aware of parental 
apprehension and even hostility to schools » arising from their own 
childhood experiences* Although these fears may make for uneasy 
first encounters » such problems can be overcome once teachers and 
parents have negotiated and agreed a form of collaboration which 
suits both parties* 

The training of professionals in aspects of collaboration with 
parents might Include the following; 

(a) a brief rationale for collaboration; 

(b) development of positive attitudes to parents by fostering 
understanding and empathy of parents' needs and 
difficulties; 

(c) ways in which communication can be facilitated; 

(d) ranf.« of activities and situations In which collaboration 
can be developed; 

(e) providing situations In which professionals can 'put 
themselves In the shoes of parents' - e.g. through role 
play and other simulation techniques* 

2. FsycholQ^lcal and social distance 

Professionals, by virtue of their specialist training, tend to 
di(^tance themselves frrm parents. Because they often perceive 
themselves to be of higher social and educational status » they may 
find It difficult to relate to parents as equals, even if the 
parents come from a similar social background. 

The psychological and social distance of professionals from 
parents tends to result in quite unnecessary secrecy and mystifi- 
cation* Parents have also complained about professionals treating 
parents as ' patients S their tendency to question the objectivity 
and accuracy of the information that parents have to convey about 
their children and their family end their failure to listen to 
parents' questions and concerns* 
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Vorklsig with PMMttf u ^ttnars osans that professionals need 
to lurn to adopt a new role v ls-a-vls parents. It requires thca to 
shed acme of the csystique and distance traditionally associated with 
the status of professionals* They will need to accept parents as 
equal partners in the task of working for the child's growth and 
developc^nt* Such changes of role and status can be difficult and 
painful. For example, it requires professionals to be open in their 
dealings with parents* to admit when they do not know or when they 
have made a mistake* 

Professionals need to learn how to win the trust and confidence 
of parents* They need to learn about parents^ feelings and their 
goals for the child » to enlist the experience which the parents 
already bava, to learn and to undtrstand how parents see their own 
situation* 

A working relationship undertaken as a partnership requires not 
only the skills And techniques which professionals can offer but 
also an ongoing assessment by parents and professionals together of 
whether the child's and the family's needs are being met in the way 
they would wish. This requires consideration of the varying needs of 
families over time» of their feelings about their own competence and 
their own social and emotional resources as a family* 

Professionals' lack o£ experience and confidence in working 
with parents is often matched by feelings of anxiety on the part of 
parents. They may agree that it would be beneficial for them to work 
more closely with teachers but may be worried in case thqy fall to 
meet what they regard a& the teacher's expectations* They may also 
feel anxious about their own lack of abllicy and education. It i^ 
part of professionals* task to help put parents at their ease and to 
communicate in language that will be easy to understand. 

3* Problems in reconciling the needs of the child with the needs 
of other members of the family 

It is only by getting to know the family as a whole that pro- 
fessionals can learn about ways in which the child is already 
benefiting from the help being offered by the family. They will also 
learn about the difficulties which many parents experience in 
seeking to balance the needs of the child with those of other 
members of the family. Teachers and psychologists accustomed to 
planning for the Individual child can easily overlook the impli- 
cations of the child living in a family where there are many other 
demands to be met. The needs of brothers and sisters » of the mother 
and father as individuals and as a couple, of other relatives living 
with or close to the family - all these need to be considered by 
prof essionnis when planning to Involve the family in work with the 
child* 
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Sraet lines > a social worker plays an importanC intensedlary role 
in this situation. The training o£ ftocial workers particularly 
eaphaai^ea the isiportance of thinking of the neede of the individual 
with a disability iti the vider context o£ the family and of the 
i&s^iate neishbonrhood. This is one reeeon why e social worker is 
an isportant o&aber of a miltidisciplinary team* In addition, they 
work with families in order to explore their feellnge ebout their 
child » their relationships as a faoily as veil as vith other 
professionals and service provlderst 

A. Unrealistic demands and expectations 

If parents end professionals have had only lisiited 
opportunities to work together > parents can have too little or too 
much confidence in the capacity of professionals to xaake progress 
with their child. If the child is fimking only slow progress, it is 
all too easy to put the blame on the severity of the child* a 
Ispainaents or on the lack of interest or lack of skills of those 
who are teaching the child. It is only when they begin to work 
together and realise the possibilities of active joint work and 
sharing experiences that a more systematic co*-ordinated teaching 
programme can be developed. 

On the other hand» some parents are so impressed by the 
progress made t>y the child that they may come to overestimate the 
teacher's skills and therefore underestimate their own potential 
contribution. This achieves the very opposite result from what is 
intended. In a true partnership* each person acquires an under- 
standing of both the strengths and limitations of the other « Both 
parents and professionals are now beginning to understand how much 
they have to learn from one another and how much the progress of the 
child depends on their ability to work together in an att^sphere of 
trust and respect. This can only be created on the basis of a 
working knowledge of what each side can and cannot be expected to 
otfer. This process requires time and understanding. 

Once parents and professionals begin to work together* there is 
a danger that profesclonaXs may make excessive demands on parents. 
For example t parents may be asked to carry out frequent teaching 
sessions with their child > to make detailed records of :h« child's 
response to every session j to keep a diary recording use of language 
or the frequency of certain features of behaviour on which parents 
and teachers are currently working. 

Although many parents welcome such detailed collaboration and 
shared activities i teachers are not always aware of the strains 
which this may put on a family ^s resources. They may also not be 
aware of Che feelings of guilt and anxiety which may be aroused if 
patents find themselves unable to comply with the teacher *6 demands. 
Teachers in their turn will need to discuss with each family what 
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kind of comdCMnt of tim would b« conslttAiit with tha family's 
needs and resources so that parents do not put excest^ive demands on 
themselves. 

After allt we know that some families arc willing to work for 
hours at a time with their whild if they feel sure that this is 
going to be of benefit* Soi% f^iliea would not necessarily regard 
it as a sacrifice of their tiiaa to work in this way. A heavy 
reaponalbllity therefore falls on teachers and others to ensure that 
the d^iaods that they make are consistent with the resources and 
needs of the family. This can only be ascertained by professionals 
asking the family in a sympathetic manner that enables families to 
share tbeiir real views. 

5* Under or overestimating the child^a atlllties 

It sometimes happens that parents and teacharL*« take a different 
view of the child*s abilities* But teachers mainly see the child in 
school f whereas parents have more opportunities to observe the child 
in a wider variety of natural learning situations; furtheroore, it 
is important that they should provide teachers with examples of the 
child's response to such situations. Here againi a constant inter- 
change of Information and ldeas» as well as opportunities for Joint 
asaessmen: , may prevent mutual misunderstanding. 

On the other hand, some parents find it difficult to accept 
teachers' assurances that the child is making progress. They may 
feel that teachers need to reassure themselves and their superiors 
of their skills and remain unconvinced that any real development has 
taken place which can be attributed to teaching. Some parents also 
find it hard to accept that teachers may have succeeded where they 
have failed. Here again» such problems are less ]ikely if parents 
and teachers have worked together from the outset ^ by undertaking 
Joint assessment i deciding together what the teaching priorities are 
and* above all in this context > agreeing on ways in which progress 
can be recorded. 

Professionals* lack of support frog their ovn management 

Although collaboration with parents is increasingly stressed in 
official policy pronouncements, direct help or support from 
management and superiors is often not available to staff at local 
level in actually putting such policies into practice. Greater 
management support might, for example, result in school staff being 
given time to visit parents in their homes, or being provided vith 
additional staff to assist with home visits. In addition, it may be 
posL ible for a special room to be reserved in the school for parents 
to meet one another socially and to provide mutual support. 
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GETTWG TOGBTEER 



In conclu8lcm» ve will list a mmber of va^s la which progress 
can be made In developing better vorking reXationsbipo between 
patents end professionals. Many of the suggestions have arisen 
directly from a consideration of the obstacles identified In this 
chapter t as well as from exai^les of good practice suggested in the 
replies to our inquiries. We will merely recapitulate soae of the 
essential elements. 

Comon to all the suggestions that have b^en made is the 
principle that if people arc to work together ©ore successfully in 
the future than in the past» they will have to get to know one 
another better as human beings first and only secondly in their role 
of parents or professionals. In other words, it will be necessary to 
penetrate the barriers erected by society and its institutions » as 
well as by the Individuals themselves. 

1. The right and need to kno^' 

The most important single need of parents is for information. 
Often* such information is available but la not easily accessible. 
Professionals and parents need to work together in order to ensure 
that all parents can gain acceis to information about local facili- 
ties and resources* Simply produced leaflets and information sheets 
can be made available , listing people and places whore help and 
information can be found. Health centres f schools, public libraries 
and other public Information centres could collect and display such 
leaflets and publicity about the availability of relevant infor- 
mation can be disseminated through local civic leaders, religious 
groups, business organizations and the media* Eqiially, professionals 
need to seek Information that only family members can give about the 
child's life at home. 

2. Opportunities for making contacts 

Parents and profef sionals can jointly organise a social or 
'fun' crent of some kind together - a school outing » a display of 
work* a school open day. a play or musical performance. Differences 
of role and status are easily forgotten when joint tasks are under^ 
taken* People get to know one another as individuals: in the pro- 
cess » they form likes and dislikes or just remain neutral* 

3. Parents contributing to professional traininis 

Although more parents are beginning to contribute to the 
training of professionals, it is still a comparatively rare event. 
Barents could talk to groups of students in training - e.g. doctors, 
nurses and other health professionals, teachers, social workers and 
aominietrators , There should always be opportunities for students to 
discuss issues with parents in small groups and to ask questions. 
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Parent groups can be dsk(>d tu t^uggest parents who vould be 
willing to meet groups of students from time to time and who would 
be willing to speak not only about their own personal experiences 
but also on the basis of their knowledge of other parents* 

Because initial training courses nearly always have a crowded 
timetable « in**service training or refresher courses for experienced 
staff provide additional opportunities for discussion, learning 
counselling skilla through role play and so on. If these are 
single-discipline courses (a»g« primarily for doctors, teachers p 
etc.) opportunities can be taken to raise issues specific to the 
work of these professions. Mixed snultidisciplinary courses provide 
better opportunities for professionals to learn about the 
experiences of parents, particularly in relation to problems of 
communication and co<*-ordlnation of services. 

4. Parents attending professionals* conferences and meetings 

Kany of the conferences and workshops held for professionals 
could be thrown open to parents who wish to attend on the same terms 
as any other participant. Tlils would add an essential dimension to 
the knowledge available at such meetings* 

5. Professionals attending parents* taeetin^s 

It is also useful for parents to invite one or more pro- 
fessionals to oeet them on their own ground, rather than at a school 
or clinic. For example » parents may want to have an opportunity to 
question a teacher, a speech therapist or physiotherapist or psy- 
chologist about their work and about developments in their field. 

6. Parents as policy-makers 

If parents are seen as the consumers* or at least as the 
representatives of the consumers of the service, it is important 
that they should be fully represented on local and national policy-- 
making and advisory committees. In some countries, parents have a 
right to be elected as parent governors of schools, alongside 
community, teacher and occasionally student representatives. 

There are a number of standard professional objections to the 
presence of parents on 6:,ch committees. How is a parent selected? 
Whoa do they represent and to whom do they report? Will they only ba 
concerned with the needs of the age-group represented by their 
relative? Some of the same objections could in fact be levelled 
against professional members of committees and most are in principle 
soluble. In fact, parents have a good case to be represented as of 
right. Furtherrore, they can make an effective contribution pre- 
cisely because they do not represent sectional service interests but 
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•pMk for the consumer. Hovevcr» as vm hiive aoen» consumers are 
iQcreAfilngly epeaklng for thesoselvee and demand to be represented on 
such groups In their own right* 

7. Spreading the vord 

More parents and professionals in many countries and cossouni- 
cies are beginning to work together and to learn from one another* 
But eauu&ples of successful partnerships should be im^re actively 
diss^dnated* so that others can be encouraged by their example. 
Parents and professionals could collaborate in writing articles in 
newspapers > giving talks on radio and television (both local and 
national), meeting local groups of citizens t business people, 
religious leaders » local politicians and civic dignitaries, inviting 
them Jointly to meet the people working in and u^ing the service. In 
this way» they would learn at first hand about the needs of the 
service and those who use it and work in it. 



WOKKINC TOGEXUER ^RKS 

Finally, the advice given in a Canadian handbook written for 
parents provides some useful guidelines on how parents and 
professionals can improve collaboration (adapted from Brynelsen, 
1964)$ 

Parents 

do not be afraid to ask for help; 

ask to bring a friend or relative with you when you meet 
professionals; 

ask for clarification if information is not clear to you; 

challenge professionals if you disagree - be honest about home 
happenings and explain practical restrictions on time and 
energy; 

seek other kinds of help if you need it (where It exists) ; 

if you are not pleased with professionals' advice or help, tell 
them; 

show your appreciation for good service and attitude* 
Professionals 

ask for parents' opinions? then show that you value them; 
give parents recognition for their strengths and successes; 
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tttll p«r«nts tb«y ars experts too, through specific and 
accurate coffimeats; 



do not patronise; 

believe the parent: children do act differently in different 
settings; 

show respect for children and value them '\e persons; 

accept peoples' right to be different, avoid generalising and 
stereotyping; 

listen to parents* sc^&e^lmes they know aore than you; 
do not press parents to participate. 

Partnership between parents and professionals is working in 
mny countries and cfssmunities* It Is still at an early stage of 
development and there are many obstacles to be overcome. But there 
can be no doubt that the resulting benefits to children and young 
people with disabilities amply repay the effort involved for parents 
and professionals in working through a sharing of knowledge and 
skills. 
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There is now a considerable literature on collaboration between 
parents aod profess lonala but ve have only referred to a small 
nuo&er of publicatlooa. The following is a selection of English- 
language references. An asterisk has been placed against those vhich 
provide a useful reference source for other publications. 

Axidersont E. and Clarke, L, (1982), Disability in Adolescence , 
London; Hethuen* 

Bellasy, C. » Homer R. and Inmaa, D. (1979), Vocational Rehabili- 
tation of Se;verely Retarded Adults . Baltimore, Md,: University Park 
Frees* 

*Brynel8en, D* (ed.) (1984), Working Together; A Handbook for 
Parents and Professionals , Toronto: National Institute on Mental 
Retardation and British (^olux^ians for Hentally Handicapped People, 

♦Cunningham, C.C, and Davis, H, (1985), Working with Parents: 
Frameworks for Collaboration , Milton Keynes and Philadelphia: Open 
University Press, 

Dessent, T, (ed.) (1984), What is Important about Portage ? Windsor: 
NFEE/Nelson, 

Featherstone, H. (1981), A Difference in the Family; tlving vlth a 
Disabled Child , London: Penguin Books. 

!«annam, C. (1980), Parents and Mentally Handicapped Children . 
Loudon: Penguin Books. 

Hegarty, S., Pocklongton, and Lucas, D, (1981), Meeting Special 
Educational Needs in Ordinary Schools . Windsor; KFER/NelsonT 

Hevett, S. (1970), The Family and the Handicapped Child . London: 
Allen and Unwin. 

Jeffrec, (1986), The Education of Children and Young People Wlu) 
are Hentslly Handicapped * Paris: Unescor 

Jeffrec, D. and Chaseiidine, S. (1982), Pathways to Independence; A 
Checklist of Self-Help Activiti^^^ Lundons HuJUet auU Stuughtun. 

King's Fund (1934) i An Ordinary Working Life; Vocational Serviges 
for People vith Mental Handicap > London: King's Fund> 

*McConkey, H. (1985), Working vith Parents; A Practical Guide for 
Teachers and Therapists > London: Croom Helm. 
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Mittler* P.* CheseXdinef S. and MeCon«ehle* H. (1983)* Holes ond 
Keeds of Parents of Handicapped Adolescents. Xn The Hmidlcapped 
Adolescent: Transition to Vork , Paris: C£RI« OECD. 

^Mlttler» P. and McConachie, H. (eds.) (1983), Parents, 
Professionals and KentaXly Handicapped People: Approaches to 
Partnership > London: Crooo Helm* 

Mlttler» P. and Serpell, K. (.'985), Services for People with 
Intellectual Disabilities: An International Perspective. In 
Clarke, A., Clarke, A.D.B* and Berg, J, (eds<) Mental Deficiency: 
the Changing Outlook (4th edition), London: Methuen. 

Morton, K. (1978), Identifying the Enemy: A Parent's Complaint. In 
Turnbull, A. and Turnbull, H. (cdsO Parents Speak Out; Views from 
the Other Side of the Tvo-Way Mirror » Columbus, Ohio: Merrill. 

Organisation for Economic Co*^peration and Development (1961), The 
Handicapped Adolescent: Integration in School * Paris: CERX, OECD. 

*Pugh, G. (1981), Parents as Partners; Intervention Schemes and 
Group Work with Parents of Handicapped Children . London : National 
Children's Bureau. 

Sandov, S. (1984), The Portage Project Ten Years On. In Dessent, T. 
(ed.) What Is Important about Portage? Windsor: HFEK/Kelson. 

Schaefer, N. (1978), Does She Know She's There? Don Mills, Ontario: 
FltiShenny and Whiteside. 

Shearer, A, (198A), think Positive; Presenting a Positive Image o f 
People with Mental Handicap ♦ Brussels, ILSMH* 

*Turnbuil, A» and Turnbull, (eds.) (1978), Parents Speak Out; 
Views from the Other Side of the Two-Way Mirror . Columbus, Ohio: 
Merrill* 

Unesco (1979) > Report of Expert Meeting on Special Education . Paris; 
Uneaco. 

Unesco (1981), Early Detect i'^^; Intervention and Education 
(Argentina, Canada, Denmark, Jafiidiu^'', Jordan, Nigeria, Sri Lanka, 
Thailand, United Kingdom) Paris: Unesco. 

Unesco (1985), International Directory of Special Education ^ Paris: 
Unesco. 

Webster » S. (1975), The Portage Guide to Home Teaching > Windsor: 
NFER/Nclson. 
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WhBlan, E, and Speake, B. (1979), Learning to Cope , London, Souvenir 
Press. 

*Wolfendale, S, (1983), Parental Participation in Children * s 
Development and Education , London; Gordon and Breach Science 
Publishers. 

Vorld Health Organisation (1983), Training Disabled People in the 
CogTOtnity; A Manual on Copmunity-Based Rehabilitation for Developing 
Countries. Geneva: WHO. 
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ARCEKTIMA 

Federacion Argentina de Entidades Pro Atencion Al Deficiente Mental 
(H. Karmorek) 
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Lehenshilfe Oesterreich (Dr W. Signer^ Pr. H. Spudich) 
SANCLAD£SU 

Society for the Care and Education of Mentally Retarded Children in 
Bangladesh (S»R. Akhtar* S*H* Kabir, and Dr H. Adam) 

BELGIUM 

Association Nationale d'Aide au^ Handicapes Mentaux (Dr R. Portray; 
A* Belpaire, Ghent; J* Lecuyer) 

CANADA 

National Institute on Mental Retardation (£• Armour, N« Schaefer» 
D.J. Macoy) 

Canadian Association for the Mentally Retarded (Pilot Parents, 
Toronto} 

FEDERAL REPUBLIC OF GERMANY 

Lehenshilfe fuer geistig Behinderte (Dr. !♦ Neuer-Miebach and many 
publications in German) 

FRANCE 

Union Nationale des Associations de Parents d*Enfants Inadaptes, 
Paris (J<.K. Brun); Bourg en Bresse (J.J« Bellier); CESAP 

HONG KONG 

Hong Kong Association for the Mentally Handicapped (M. tee); Society 
of Homes for the Handicapped (S.^. Chan) 
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IREI-AHD 

National Association for the Mentally Handicapped of Ireland 
(G» Ryan) 

JAPAN 

Japanese Association for the Care and Training of the Mentally 
Retarded (T* Seuoo) 

MALTA 

Gbaqda Chall-Hentalement Inkapacitati (J. P. Vella) 
NETHERLANDS 

Biabop Bekkers Institute (Dr 5, Neaeth) 
NEW ZEALAND 

New Zealand Society for the Intellectually Handicapped (J.B. Munro, 
L. Cuerin^ G. Hornby) 

PAKISTAN 

North West Frontier Province Association for the Mentally 
Handicapped and other societies in northern Pakistan (M. Miles) 

Association for Children with Emotional and Learning Problems* 
Karachi (Z*M. Hasan) 

SUDAN 

Usratuna for Handicapped Children (A* Bertanl) 
SWITZERLAND 

Federation Suisse des Associations de parents de handicapes mentaux, 
Bienne 

UGANDA 

Uganda Association for the Mentally Handicapped (B. Kawooya) 
UNITED KINGDOM 

Royal Society for Mentally Handicapped Children and Adults (3. Klx, 
F. Fairbrother) , J- Clements 
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mrSB) STATES OF AHERICA 

Association of Retarded Citizens* Arlington, Texas (Dr S. Davis) 

Threo booklets on Parent/Professional Partnerships: (l) The Eight to 
Education; (2) Classroom Prograimning; (3) The Partnership: How to 
Hake It Work 

Kational Infomation Cantor on Handicapped Children and Youth, 
Washington, 0«C« (1985 Directory of Parent Information) 

ZIMBABWE 

Zimca re Trust (L. Karinga) 
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